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l. Introduction

The Commonwedth of Kentucky (Commonwedth) is egploring a dtatewide initiative to shift the
focus of support services for people with developmental ‘disabilities from a program capacity-
based system to a person-centered approach, with an emphasis on being consumer driven, family
oriented, choice based, and market focused. To approach this initiaive, the Kentucky

Department of Medicaid Services, Divison of Long Term Care, contracted with

William M. Mercer, Incorporated (Mercer) to conduct a study of the readiness of implementing
sdf-determination as part of its Supports for Community Living (SCL) waiver. The key eements
of the study are:

Conduct a comprehensve assessment of the politicdl and socid environment,
Determine and recommend, options for applying sef-determination principles,

. Develop a detaled mode of sdf-determination from the selected option,

* Dedgn a detaled implementation plan to include budget and timelines, and

1 Provide a review and compare the Commonwedth’'smode of self-determination with
approaches used by other states.

The dudy was initiated in May 2001. Key activities included SCL ste visits and readiness
reviews, operationd and financia rate reviews of the SCL program, and consumer outcome and
interest surveys. In addition, Mercer dtaff met with KARP and KARR community leaders, the
House Bill 144 Commisson, and Olmgead planning group members a the beginning of the
dudy and received guidance and feedback about sSmilar self-directed service initiatives
underway.

Assessment Criteria

During discussons with state and community leaders, Mercer recognized that significant work
has dready been accomplished in the Commonwedth in the area of sdlf-determination and
sdlf-directed services. Vdues and principle statements by the HB 144 Commisson and the
Olmstead planning group outline a clear vison and direction for the Commonwedth, and both
the menta retardation authority and the Medicaid authority have hosted focus groups and
condituted work teams to identify implementation opportunities. The Kentucky Developmentd
Disahilities Council conducted consumer and family workshops by the Center on Self-
Determination (Tom Nearney) during the time of the Mercer study. In assessng the Kentucky
SCL program readiness for self-directed services, Mercer, therefore, focused on key management
tools and activities that are essentid for the implementation of these vaues and principles

To develop these sdf-determination assessment criteria, Mercer employed members of the State
of New Hampshire Area Agency Monondack County sdf-determination team (Ric Crowley,
M.A. and Robet McCaffrey, PhD) who designed and implemented the first self-determination
effort in 1991. Mr. Crowley was later employed by the Robert Wood Johnson Foundation (RWJ)
in 1995 through 2000, to provide technica assstance to seventeen states that were awarded
grants to pilot sef-determination inititives. In addition, Mercer employed Jm Conroy, PhD, and
the Center for Outcome Anayss, to identify the components of self-determination. Dr. Conroy
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is retained adso by the RWJ and the Centers for Medicare and Medicad Services (CMS) to
design and conduct persona outcome measurement on sdf-determination. Mr. Crowley and
Dr. Conroy defined the sdlf-determination components for the Kentucky study. These
management components were then reviewed by a team of previous state directors from
Cdifornia (Denny Amundsen), Texas (Richad Smith, PhD), Arizona (Roger Deshaies),
Washington State (Norm Davis), West Virginia (Rob Hess, PhD), and Alabama (Billy Stokes
EdD) to determine their gpplication to state operations. Mercer’s findings and recommendations
ae based upon the presence of the following self-determination management components.

Person-Centered  Planning (PCP)-Planning based on the needs, preferences, and dreams
of the consumer, family, and significant others.

Individual Budget-In coordination with the PCP, a budget is developed to support the
plan. This budget incorporates individua, community, and family supports, as well as public
funds, and serves as the basis for procuring services,

Integrated Service Authorization-Services are authorized independent of the service
provider, but in conjunction with the individua budgeting process to expedite service
provison. This authorization is tracked againgt state and federd appropriations, and is
subject to audit/other fiscal accountability tools.

Flexible Purchasing-Flexibility with the State contracting/procurement process, which
dlows the consumer and family to be creative and cqdt-effective in their service
development.

Portable RatessAssuming the rates for service are reaively equitable, the consumer/
family can sdect their provider and move between providers to receive the best possble
Sservice.

Fiscal IntermediariesLegal entities that provide a variety of financid services to support
flexible choices for the consumer/family (eqg., pay hills, track individuad budgets, assst
consumer/family in acting as “employer of record,” etc.).

Support  Coordinators/Service Brokers—Individuals who are independent of the service
provider network and can help consumers and families develop service plans and budgets,
prioritize and select services, negotiate with potentiad providers, and/or develop new support
dternaives.

Personal Outcomes-Quality of care (hedth and wgliness, safety/freedom from harm, dable
home and work gtuations, quaity of staff support) and qudity of life (consumer satisfaction,
community inclusion, friendship, and gdtatus) are measured by specific outcomes in planning
and, as the sarvice is provided, compared to severa surveys of satisfaction.

Personal Relationships and Supports—Planning encourages the development of persond
relationships and “circles of support” for the consumer, including the larger, non-disability
community.

Integrated Licensing/Certification-To ensure individud hedth and safety, licensng and
monitoring activities are simplified and focused on the primary persond outcome measures.
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Assessment Process

Twenty-five (25) providers were sdlected randomly and approved by the Department of
Medicad Services, Divison of Long Term Care for on-dte vists and readiness reviews.
Program monitoring and evauation findings from the most recent Department of Mentd
Retardation surveys were reviewed, and financia rates and cost survey data were collected by
Mercer daff. Mercer gte vist saff consisted of former state developmental disabilities directors
from Cdifornia, Arizona, Texas, Alabama, Wes Virginia, and Washington, a HCBS provider
agency director from Arizona, and staff who designed and operated the Monondack County self-
determination initiative for the State of New Hampshire. Representatives from the Kentucky
Office of Long Term Care and Department of Menta Retardation reviewed and approved the
readiness review survey instruments, and aso accompanied the Mercer Ste vist teams. Provider
readiness review survey instruments are attached to this report.

Mercer actuarid and financid analysis staff conducted SCL operations and financia reviews of
the dtate Medicad and mentd retardation administrations. Interviews were conducted with
Kentucky Medicaid and mental retardation leaders and key gaff. These reviews examined the
current  delegation of organizationd respongibilities and program  monitoring and  fisca
management  systems.  Practices reviewed included enrollment and digibility determination,
individual service planning, service authorization, purchasng and procurement, reimbursement
and rate sdtting, and outcomes and quality assurance. Findings were then reviewed by Mercer
daff who were former state Medicaid administrators from Arizona and Florida, and examined for
consistency.

In addition to the provider Ste reviews and SCL operations assessments, Mercer retained the
Center for Outcomes Anayss (COA) to examine consumer interet and establish basdine data
on individuad and family outcomes. COA has developed longitudind data on personad outcomes
for over 40,000 people with developmentd disabilities living in 28 daes. The COA findings

save as the basdine data for comparison with other dtates that have initiated self-determination
pilots.

The Consumer Qudity of Life (CQL) Index was origindly modeled after Setzer's (1980)
instrument which was, in turn, derived from portions of the Multiphasic Environmental Rating
Procedure (Moos, Lemke & Mehren, 1979). It is a measure of how homelike and pleasant the
seting is. It is completed after the visting data collector has walked through the residence, rating
each room on dimensons such as cleanliness, odors, condition of the furniture, individualized
decorations, and overall pleasantness. Inter rater reliadbility of the CQL was reported as .81, with
test-retest a .70 (Devlin, 1989). Mercer didributed the CQL assessment instrument developed by
COA to dl SCL consumers. Survey responses have been collected and the findings are included
in Section 1V. A summary of COA research for other states and sampling methodology are dso
atached to this report.
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II. Comparison of Kentucky Services
with Selected States

The Commonwedth presents an interesting Stuation when compared to other dtates. The
Commonwedlth reflects nationad trends in employment, poverty levels, and hedth insurance
coverage. It is unique, however, in the extent of its rurd population and it is this uniqueness that
presents the management challenges to providing socia services. Based upon studies of caendar
year 2000 data conducted by the Henry J. Kaser Family Foundation’ published in June 2001,
more people in the Commonwedth live in rurd settings than in metropolitan communities. From
the report, the metropolitan/rural distribution of people in selected dtates is as follows:

TABLE 1 Metropolitan/Rural Living Arrangements

Percent of People living in

Metropolitan communities

Percent of People living in

Rural commmunities

US Average 81 percent 19 percent
Kentucky 46 percent 54 percent
Tennessee 70 percent 30 percent
Ohio 83 percent 17 percent
Indiana 59 percent 41 percent
Missouri 76 percent 24 percent
Iowa 47 percent 53 percent
Alaska 46 percent 54 percent
Montana 22 percent 78 percent
West Virginia 53 percent 47 percent
Arkansas 49 percent 51 percent
Virginia 78 percent 22 percent

With over hdf of its citizens living in rurd settings, the Commonwedth has developed strong
and dable communities, with sgnificant family and cultura histories. At the same time, the
disance between socid agencies and people needing support has created logistical and economy

of scale issues.

In other ways, the Kaiser Foundation study found that the Commonwedth is sSimilar to other
dates. The digtribution in sze of the Commonwedth's employers is amost identicad to the
nationd average. The following table compares the size of employers in sdected states.

! Reference data can be located at www.statehealthfacts.org
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TABLE 2. Sze of Emnlovers

Companies Companies Companies Companies Companies Companies
State with with with with with with
1-9 10-24 2599 100-499 500-999 1000+

Employees Employees Employees Employees Employees Employees
US Average 20 percent 9 percent 13 percent 14 percent 6 percent 38 percent
Kentucky 20 percent 9 percent 12 percent 14 percent S percent 40 percent
Indiana 18 percent 10 percent 14 percent 16 percent 6 percent 38 percent
Missouri 18 percent 8 percent 13 percent 15 percent 6 percent 39 percent
Iowa 22 percent 10 percent 14 percent 14 percent 6 percent 34 percent
Tennessee 21 percent 8 percent 11 percent 13 percent 4 percent 42 percent
Ohio 16 percent 9 percent 13 percent 16 percent 5 percent 40 percent
Georgia 18 percent 9 percent 11 percent 12 percent 7 percent 44 percent
West Virginia 21 percent 7 percent 14 percent 15 percent 5 percent 38 percent

With regard to people living in poverty, the Commonwedth reflects the nationad average. Using
the standard of 200 percent of the Federal Poverty Level (FPL), the Kaiser Foundation 2001
sudy found that the US average for low-income people is 35 percent of the working age
population. The Commonwedth's experience is very similar with 37 percent of the working age
population below the FPL. By comparison, neighboring dtates such as Virginids low-income
population represents 29 percent while West Virginia is 45 percent, The Commonwedth ranks
32nd in median family income with $30,620 per family. The nationd median family income is
$33,154. Median family income in bordering states range from Virginia, which is ranked 7th
nationdly ($37,125 per family), to West Virginia, which is ranked 50th nationdly ($25,258 per
family), and Arkansas, which is ranked 5 1st nationaly ($24,998 per family).

Within the SCL program, the Commonwedth has experienced a significant growth and is ranked
7th nationdly in spending a $53919 per Walver paticipant. Based upon the 1997 Medicaid
HCBS Services and Supports for People with Developmenta Disabilities published by the
Nationa Association of State Directors of Developmental Disabilities Services * (NASDDDS)
(Robert Gettings and Gary Smith), and updated from the Kentucky DMA Waver Cost Summary
fiscd management reports, SCL enrollment and expenditure trends are as follows:

TABLE 3 Kentucky SCL Enrolment and Expenditure Experience

Fiscal Year Number of Participants Cost Per Participant Total Expenditure

1990 763 $18,110 $13,818,800
1992 833 $29,162 $24,292,000
1994 855 $25,691 $21,966,200
1995 855 $30,084 $25,722,000
1996 855 $44.,830 $38,337,400
1997 1086 $42,830 $42,317,100
1998 1032 $40,169 $41,373,900
1999 1056 $43,497 $45,932,900
2000 1279 $47,249 $60,43 1,900
2001 1292 $53,919 $69,663,600

2 Report available through NASDDDS 113 Qronoco Street, Alexandria, VA 22314
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The developmenta disabilities service sysem in the Commonwedth is adso unique in that it hes
anong the highest utilizetion of people living in resdentid settin s of 16 persons or larger. The
most recent comparative data based upon the 2000 State of States® report published in January
2000, by the University of Illinois (David Braddock, et d) captures information through 1998.
This study cites that 62 percent of resdentid placements offered in the Commonwedth are in
seitings of 16 beds or larger. The Commonwedth ranks last having the largest number of people
in large resdentid settings. By comparison, Vermont is ranked first with two percent of the
people living in settings larger than 15 beds, and New Hampshire is ranked second with only
four percent residing in such settings.

People with developmental disabilities enrolled in the Commonwedth's support system share
smilar demographics with their peers in other states as reported in the 2000 State of the States
report (Braddock, et d). The dight maority of the Commonwedth enrollees are mae. The
average age for people enrolled in the service system is 41 years (national average) and the
Commonwedlth's average is 40.7 years. The Commonwedth is Smilar to other dates in terms of
the number of people who are verbd and are mobile. The Commonwedth has a lower reported
need for medicd care among the people enrolled. The Commonwedth is Smilar to other dtates in
teems of the percentages of people with developmental disabilities who aso present behaviora
chdlenges. The Commonwedth and Virginia have the lowest percentage of people with mild
mental retardation as the primary diagnosis for people enrolled.

It should be noted that data from the 2000 State of the States report capture information up to
1998. Based on the DMS expenditure report for SFY 2001, the Commonwedth currently
expends more for people living in community settings than it does for people resding in the
ICF/MR  program. Concomitantly the number of people residing in ICE/MR is decreasing as the
number of people living in community settings increases.

3 Braddock, David: Hemp, Richard; Parish, Susan; Rizzolo, Mary: The_State of the Sates in
Developmental_Disabilities:2000 Studv Summary. University of Illinois at Chicago, July 2000
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Ill. Models of Self-Determination

The system of supports and services for people with developmenta disabilities continues to
evolve as dates pilot sdf-directed services. The new generation of services is fogtering certain
mgor shifts in expectations and with service ddivery. In the padt, the focus with most systems of
support was centered around an emphasis on a range of services, usudly with Intermediate Care
Facilities for people with mental retardation (ICF/MR) services anchoring one end of the
continuum and independent living the other end. The theoreticd framework had people with
developmenta disabilities moving dong this continuum, idedly towards the independence scde.
Each point dong this continuum has set supports usudly with bundled services. For example, if
the point on the continuum was a group home, then al the services associated with that point are
avalable, dmogt irrespective to whether or not dl the services are needed or wanted.

The new generation of services articulates a different vison. The core centers on the belief that
sarvices and supports should be individualy tallored and with more reliance on community
networks and incluson rather than the continuum of support model. The new generation of
services and supports are often referred to as self-determination or consumer-directed supports.
The following diagram illustrates how consumer-directed supports operate.

INDIVI DUALLY ASSIGNED

| Rii

PERFORMANCE MEASURES

[mw;;nzcm” mnu—-o:hl Iwnmmn@mmh Zh~hh>|
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The mogt often cited origin for consumer-directed supports is an Area Agency in Monondack
County, New Hampshire and the concomitant involvement of RWJ. The efforts to empower
people with developmentd disabilities to take an active and controlling involvement in decisons
about their lives and implementation of individua budgets has spurred the consumer
involvement movement not only in New Hampshire but adso across the country. RWJ’s
commitment to fund demongtration projects throughout the country has provided the resources
for severd dates to examine and remove system barriers, thereby supporting the changes in
systems necessary to truly implement consumer-directed services.

There are many barriers that mark the introduction of self-directed services. Many of the barriers
are to be expected as new practices begin to replace old and new expectations begin to push for
more rapid change. The sdection of a sarvice delivery model to implement consumer-directed
sarvices is dependent on the management framework that exists in the current Commonwedlth
system. Specificaly, RWJ evduators found in the “1999 Sysem Reform Evauation,”

(Ric Crowley) that the relationship between rate methodology, contracting and procurement, and
person-centered plans is critica. The following flow chart describes the relaionship of service
authorization, rate methodology, procurement, and service planning in a sdf-determination
mode (Arizona Divison of Developmentd Disabilities, 2000).

Il SELF -DETERMINATION INITIATIVE: SHADOWS & PILOTS ROAD MAP ]

PERSON-CENTERED PLANS PURCHASING SUPPORTS
Fair & Identifies
Equitable ‘interests and needs Process:
Rates using *existing supports &personal ‘offer and acceptance
the Principles assets Common *certification
of Self- *priorities - Billable Unit *service pools
Determination ‘means of obtaining supports 'ﬁmely payments
*amount of supports needed
@ *Agency
*Non-Agency
+Alternatives to Traditional
Services
ASSIGNMENT OF
RESOURCES .
Resource levels are initially gﬁfﬂﬁ
assigned to the plan by DD -cost
Support Coordinator using the ‘access
Standard Rate Schedule -quality
-utilization
Modifiers and add-ons . ) Individual:
are incorporated based md'v'du?l and  Service -satisfaction
upon individual need 1 Coordinator agree to “hedlth
Personal Budget | safet
-mb?. homes
R meaningful activities
A Personal Budget is . inclusi
&> developed and j j comumunity  inclusion
compared to the ;
historical DMR Brovider:
Cost Profiles «stability
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“Consumer-directed” and “self-determination” have become the terms used to describe a new
generation of services and supports focused on individua choice of services. As such, the terms
reflect a differentiation from provider-directed services that limits individua choice to a facility
or agency’'s capacity. The term is used to describe:

An advocacy movement promoting changes in policies and services,
Citizenship and the rights of being a citizen encompassng the idea of inclusion, contral,
choice, freedom, opportunity, and accountability;

. Family support;

. A new point on the continuum of services;
A new way to manage public funds often tied to a shift in accountability towards families and
individuds with  developmenta  disabilities,
A way to reduce codt, since some anecdotal experiences indicate that decisons made by
people with developmentd disabilities or their families tend to be less codly than those made
by professona gteff;

+ A way to reduce waiting lists is often associated with shifts in cost and a belief that

consumer-directed supports creates opportunities to expand the provider network; and
A =t of «ills

There is no one-service delivery model that encompasses the entire range of consumer-directed

support services. In generd, the following components must be present to be considered
consumer-directed:

The person with developmenta disabilities has choice and control over identifying their
savice needs and developing the service plan;
The person with developmental disabilities has choice and control over the hiring and/or
selecting their support worker(s);

s The person with developmental disabilities has choice and control over the terms and
conditions under which the supports are provided; and
The person with developmenta disabilities has choice, control, and responshility to manage
the duties of an employer or to purchaese the adminidrative responsibilities associated with
being an employer in particular for employment taxes and payroll;

The person with developmentd disabilities has the choice, control, and responsbility to
supervise, discipling, or terminate the worker providing their supports. The use of consumer-
directed services can be easly misunderstood unless there is an agreed upon definition on how
the term will be used. This model defines consumer-directed as transferring the decision-making
responghilities to people with developmental disabilities for the services and supports provided.
The decison-making responsibilities include control over funds, an option to change service
providers, the ability to set their own life gods, and the ability to shape how services are
provided to ensure tha their individua preferences and objectives are being addressed rather
than sysem needs. Essentid to individua choice is the presence of an independent service
broker/support coordinator. The following table illustrates the relaionship between case
management and other forms of individua support:

William M. Mercer, Incorporated 9 Commonwealth of Kentucky



CASE MANAGER - Comparisons with Other Roles

Principles of Self-determination

w
CASE SUPPORT PLAN COMMUNITY
MANAGER COORDINATOR | FACILITATOR GUIDE
What do they o Authorize foreach |o Authorize foreach {4 Assists the o Partidpates in the
do? person the amount person the amount Individual / Family ISP process as a
of public funds of public funds to lead the ISP community
and/or service and/or service process resource expert
levels levels e Servesas the o Identifies local
e Armnge andlead v Acsdsts tho porouul FESOMKEBS ~ and
the ISP process Indiwvidual / advocate and oppoitunities for
o Assign peopleto a Family to lead the counsd to the non-paid
provider ISP process individual/family supports
o Conductpedodic |e Arrangefor o Provides financial | 4 Armnges for
reviews of case choice and assign management ind./family
plan.s and provider peopletoa assistance to the participation in
quality provider individual/family commurity
o Authorize payment | o Conductperiodic |, Armnges for choice opportunities
to providers reviews of case of providers o Represents
plansand provider |, Obtains new ind./family interests
quality providers /non- incommunity
o Authorize payment traditional development and
to providers supports plaming
o Provides activities
guardianship as
needed
Who usu auy o State employees o State employees | Private agencyor Private person or
does this? (usually DMR) o Private agency or person chosen by the | agency chosen by the
person individual/family ind ividual/family
How do they o State salary o State salary « State contract o Individual Service
et paid? schedule schedule o Individual Service Agreement
L%

Consumer-directed services could be defined with a limited scope to include only a single
category of service or be broadly defined to encompass al possible supports. Irrespective of the
definition that is adopted, there are severa common elements that comprise consumer-directed
sarvices. They follow:

Freedom to choose providers and the authority to make such decisons are centrd

components,

Control over resources including individua budgets and the freedom to sdlect the manner in

which services are provided;
The support services flow from a plan that reflects the desires, wants, expectations, and
aspirdions of the person with a developmental disability. The plan in smple language is a
statement of what the person wants to do and with whom they wish to associate;

Assessments and evauations are exclusively tied to the person’s desires, wants, expectations,

and aspiraion and not to system needs or someone else's view of the person;

Sdf-directed sarvices ae truly sdf-directed. The person with developmenta disabilities has
the authority to decide, control, and manage the services. The sdection of service providers

IS a cornerstone in this mod;
Services and supports are intimately tied to community networks and inclusion;

William M. Mercer, Incorporated
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+ Choice is a function of information that must include dl options that are avalable in order to
be truly informed. Subdtitute decison-making is acceptable in situations where there is truly
limitation in a person’s capacity to make decisions,

+ Choice and decison-making are learned skills refined with exposure to new situations,
information, and experience. Consumer-directed services must be respectful of a person’s
hisory and possble lack of opportunities to truly engage in informed decison-making; and

+ Choice and decison-making are not masks that prevent assurances for persona safety and
well-being.

Quality, Risk, and Consumer-Directed Supports

Consumer-directed services and supports have as an outcome a greater reliance on community
savices and networks. Therefore, the same risks faced by other citizens become an unavoidable
consequence of consumer-directed supports. It would be naive for public sector administrators
and policy-makers to deny that there exists a belief among the public a large that adl services and
supports for people with developmentd disabilities should be risk free. In fact, many of the
exising regulations are the product of incidents, some with horrendous consequences, for people
with developmental disabilities. This often results in a caich-22 scenario where consumer-
directed services are minimized or prevented due to over-burdensome regulaions.

Attached is a summary of research conducted from 1994 to present by the Center for Outcomes
Andyss in Cdifornia around consumer-directed services. The preiminary findings are that
people with developmental disabilities that control their own services are a no greater risk than
those enrolled in more traditiond systems. Consumer-directed services cannot be viewed as an
abdication of responsbilities to minimize risk from harm, exploitation, neglect, or abuse. Rather,
it is a sharing of responshilities with the person with developmenta disabilities and, when
appropriate, with therr families to ensure that the following are in place:

People live and work in clean and safe environments and those who support people with
developmenta  disabilities work under the same conditions;
People are safe from harm according to standards applicable to their abilities, experiences,
and lifestyle as measured against other members of the community;
People have recelved and continue to receive information, training, and education designed
to maximize ther persond safety and membership in the community and neighborhood of
their choice
People are provided with al relevant information necessary to make an informed decision.
The information is provided in a language and manner that is most understandable. Subdtitute
decison-making is avalable and utilized whenever there are concerns around the person’s
capacity to make informed decisons, not as a substitute for the person’s choice, however, but
to augment the likelihood that al consequences are known and acceptable;

= People receve the hedth and related services they need;
People are treated in a respectful manner and those who support people with developmenta
disabilities are viewed with equaly respectful atitudes. This includes clearly defined
parameters to the relaionships that developed between a person with a developmentd
disability and the support worker. The boundaries should address issues such as friendship
versus employer/employee, use of personal property and possessons, and any limits to
supports that are avalable;
If abuse, neglect, or exploitation is detected invedtigations are conducted in a timely manner.

William M. Mercer, Incorporated 11 Commonwealth of Kentucky



+  Acceptable expenditures when public funds are used are clearly defined prior to any
dlocation or expense being incurred;
In the everyday pattern of life there are requirements that are non-negotiable. In the
implementation of consumer-directed services there are system requirements and
expectations that are dso non-negotisgble. These must be identified and, whenever possible,
mutualy agreesble outcomes and measures should be developed. It is criticd to define and
aticulate the level of risk that the system is willing to assume in the implementation of
consumer-directed  services, and
Concomitantly, there are system requirements and expectations that are flexible and/or tied to
exiging service deivery models of supports.

Consumer-Directed Model Intermediary Service Organization
(1S0O)

The use of public funds raises a number of key questions that must be addressed, at least in part,
prior to any implementation of any model for consumer-directed services. The key issues that
must be addressed relate to program and fiscal accountability, compliance with existing
regulations, and datutes and lidbility for negligence affecting people with developmentd
disabilities. Therefore, discussions around consumer-directed services often include the
development of an intermediary service organization often referred to as an ISO. Such modes
ae reldivey common in systems supporting people with physical disabilities. Nonetheless, an
IS0 can often be the bridge that dlows for balance among competing goas of providing services
that comports with consumer choice and control while aso ensuring a certain degree of fisca
accountability and compliance to various regulations, to the IRS in particular.

A key decison facing dtate policymakers in addressing the 1SO mode often centers on the scope
of services offered. A fiscd intermediary can be limited to compliance with state and federd
withholdings or become a broader IS0 and offer other support services. There is no single set of
sarvices that an 1SO must provide. Rather, state policymakers should establish the scope such
that the duties and responsibilities of an IS0 comport with the desired system change outcomes
that are envisoned. Additiondly, an IS0 can be an independent entity, that is, it is an
autonomous entity with a scope that is exclusive to consumer-directed services or it can become
a specific function offered by the existing service providers network.

The absence of an IS0 should not prevent piloting various aspects of consumer-directed services.
However, once the pilot is completed, any statewide rollout of the mode must include a
mechanism that will ensure the following:

Compliance with applicable Federd tax and labor laws,

A means to address liability for negligence, theft, exploitation, or harm;

A means to ensure timely and appropriate payment for services,

A means to hep comply with dtate regulations and rules, and

Who is the employer of record? Are sarvice attendants independent contractors? Are they
employees of the consumer? Are they employees of the ISO? Are they employees of a
savice  provider?
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The work of Susan Flanagan, MedStat, identifies sx 1S0 models in her presentation to the
Arizona Asxociation of Programs for People with Developmentd Disabilities (Tucson Arizona,
April 2000). Her modes follow:

ISO Model

TABLE 4: Modds of

Intermediate  Service Organizations

Operating
Entity

Worker’s Employer
Of Record

ISO’s Responsibility

Fiscd ~ Conduit Government  or Individual or representative, | Disburse public funds via cash or voucher
Vendor unless they choose to use an | payments to individuas/representatives
agency for the provision of | and related duties, such as invoicing the
supports date and processing time sheets
Government  (IRS | State/County Individual or representative, | Acts as the “employer agents’ for
Employer  Agent) unless they choose to use an | individualrepresentatives  for  limited
Fiscal 1S0 agency for the provision of | purposes of withholding, filing, and
supports depositing federa employment  taxes.
Also invoice the state for public funds,
manage payroll, and distributes workers
checks and pays other vendors, as
required. Can aso ded with worker's
compensation and other insurance
policies on behaf of the
individual S/representatives
Vendor Fscd 190 | Vendor Individual or representative, | Same as Government model except that
unless they choose to use an | the Vendor performs the fisca
agency for the provision of | intermediary requirements outlined by the
supports IRS
Supportive 10 Distinct  vendor, Individual or representative, | Provide an array of supportive services to
services  provided | unless they choose to use an | individuals, representatives, and on a
through other 1S0 | agency for the provision of | limited basis, to workers, including such
models or supports areas as employer skills training, tax and
independent payroll management, and assist in the
individuals recruitment and hiring of regular and
sdected by an relief staff
individua or sate
Agency with Agency Agency or any Invoice the state for public funds, process
Choice 1S0 subcontractor to that agency | employment documents and criminal
background checks when needed or
required, and manages dl aspects of
payroll on behaf of the
individualSrepresentatives.  May  dso
provide other support services, including
training of staff and monitoring
performance
Spectrum 1S0 Agency Individual,  representative, Umbrella network relying on
or agency subcontractors or the individuals and
performs fiscal conduit, fisca agent,
and supportive  services
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The sdection of a paticular model is related to the degree of ability and the level of control and
involvement desred by the person with developmentd disabilities. If the ability and desre are
low, than an Agency with Choice ISO that offers various levels of participant direction and
supportive intermediary services is the preferred option. Conversdy, if the ability and desire
were high, than a Fiscal Conduit ISO or Supportive ISO would be the modd of choice.
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V. Findings

Provider Findings

The Commonwedth currently has over 75 SCL certified providers, and is actively working to
certify an additiond 25 providers. For this study, Mercer conducted ste visits and policy reviews
of twenty-five (25) agencies selected a random and approved by the Divison of Long Term
Cae. The sample of providers included representative agencies from metropolitan and rurd
aess, large and smdl agencies, and existing and dart-up agencies. A list of surveyed agencies
and summary data from each of the providers sampled are included in the Attachments.

In conducting the readiness reviews, Mercer dtaff tested for evidence of self-determination
management components previoudy listed. In addition, Mercer daff examined the following
provider policies and practices.

s The avalability of a management structure and leadership to support self-determination;
The presence of an identifisble mission, vison, philosophy, and/or business plan to support
f-determination;

* The exisence of policies, procedures, and training that can support self-determination
implementation;

s The presence of consumer planning and budgeting activities that could support self-
determination;

»  Maketing activities that dready exigt, or could be modified to promote sdf-determination;

s Membership in community organizations that could support self-determination-related
activities, and
Financid and management  dability.

From these visits and interviews, the Mercer team respectfully offers the following findings:

Finding #1 rograms_appeared - i nage

The review process comprised several activities including 1) A review of policies and
procedures, 2) Staff quaifications and training; 3) Staff turnover; 4) Internd and externd
communicaion protocols; 5) Direct observation and interaction of staff and consumers;, 6)
Review of management protocols, and; 7) Limited review of records. Review team members
were experienced directordmanagers of large agencies supporting people with developmenta
disabilities

Site reviews of the agencies surveyed found that they were well organized and managed. Direct
cae daff were traned and quaity interactions with consumers were observed in al settings.
Direct care staff turnover was reported to range from 10 percent in rurd aress to 30 percent in
urban aress; turnover experience in other states ranges from 30 percent to 70 percent. Staff ratios
of 1:3 people were observed in 23 of 25 settings. In two observed instances of acute need, 1:1
daff ratios were present. A review of dtaff restraint and psychotropic medications policies found
that policies and reported practices were consistent with CMS HCBS look-behind published
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guiddines (August 2000). All agency policies and procedures were current and interviewed staff
were knowledgesble of individud service plans.

Finding #2-Existing agencies have the capacity to understand, develop and implement
consumer-directed  services

Mercer sSte reviewers found a foundation for self-determination within the service provider
network. Specificaly, the review discovered good interna organizationa control that would
support the manageriad and fiscal shift to more individualized services for people with
developmentd disabilities. The service provider network is grounded in persond vaues and
principles that are consstent with self-determination. Most agencies supported people in
residentiad settings of four beds or less; Mercer reviewers considered these settings to be of a
managesble Sze. All providers were experienced in developing community inclusion
opportunities. Agencies with experience in providing family support, individud support, and
respite were best prepared to pilot consumer-directed services.

Prior to the implementation of any pilot on sdf-determination it is imperative for participating
agencies to have an in-depth knowledge of Medicad and the ability to effectively interface with
the Medicaid agency. It is dso essentid tha consumers, families, service provider staff and
agency personng have a common understanding of self-directed services and understand their
role and responghility.

Finding #3-—State program monitoring was effective and integrated into agency
management activities

Program monitoring conducted by DMR was seen as vauable and findings were considered
accurate by the provider agencies surveyed. Agency dstaff were familiar with state monitoring
sandards; agency directors presented current plans of correction. Agency directors described the
date monitors as competent and fair; additional technical assstance was identified as a need,
especidly in deding with people with significant behaviord hedth, sexuad predation, and/or
community intruson issues. Incident and accident monitoring is occurring consistently and
effectively. Trends and patterns anaysis is routinely conducted, and issue resolution is tracked to
completion.

Finding #4—Providers noted postive to excellent working relationships with the Division
of Long Teem Care and the Divison of Mental Retardation

Agency directors reported that their working relationships with the state Medicad and Mentd
Retardation agencies was postive. Specificdly, providers noted that dtate staff were responsive
and timely in resolving issues and questions. Also, agency directors noted that both dete
agencies appeared to have a common vison and program expectations. The state/provider
relationship was described as greetly improved over the past four years. Select providers,
however, continued to express concern regarding previous dtate efforts to implement managed
care.
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Finding #5—Current service configuration influences the ease to transition to self-directed
services

Agencies that focus on apatment living and supported employment and/or competitive
employment services to the people they supported tend to have less managerid chalenges
converting to self-directed services..

Finding W-Direct care daff compensation appears to be low, but saff turnover appears
to be dable

Agency directors indicated that direct care dtaff levels were stable and vacancy levels were
below 30 percent/year. Direct care compensation, however, was reportedly $6.25/hour to
$9.00/hour for entry level staff. By comparison, Mercer compensation data (attached) for
competing  Commonwedth employers shows tha developmenta disabilities providers are not
competitive with other hedth carellong term care industries ($18.10/hour.), retal ($8.91/hour.),
food service ($9.24/hour.), or janitorid sarvices ($9.47/hour.). Retention of direct care staff,
particularly in rural communities, appears to be high, suggesting that workers remain for other
reasons than compensation. A number of the provider agencies interviewed report excellent
benefit packages, including hedth, dentd, life, 401K, profit sharing, and bonus plans smply to
obtain the dtaff that are currently employed by the agency. One provider agency reported that
their direct care worker is making $13,000 per year and the support coordinator is making
$20,000 per year. These compensation plans do not afford a working family wage and are below
the current low-income standards.

Finding ##7-The impact of person-centered manning (PCP) on individuals lives is widely
varied

The Commonwedth has progressed further than most other states in implementing Person
Centered Planning in SCL programs. All provider agencies sampled are currently conducting
PCP. However, 70 percent of the provider agencies did not follow the PCP, but rather treated the
process as a DMR program-monitoring requirement. The primary barrier with the PCP is that the
assgnment of funds and choice of services are not clearly connected to the plan. Provider
agencies remain committed to the use of the person-centered process emphasized by DMR, and
ae able to implement such plans in the Family Support program. A number of the providers are
currently servicing individuas in this program and see this program to be a possible platform on
which to build the current system.

Finding #& Choice of Services is limited. narticularlv in rura settines

During the interviews, two concerns were raised about the personal choice of providers and
sarvices. The first concern is that the current SCL Waiver recipients are only alowed to choose
from the certified list of SCL Waiver providers that are approved by the state system. Agency
directors felt tha this limitation would present a barrier in providing services and supports from
non-traditional agencies and community resources. Secondly, selected providers acknowledged
that consumer-directed services would impact the overdl industry competitiveness between the
providers. Because the current support coordination program alows providers to control what is
being offered, consumer-directed would eiminate that relaionship.
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Operations Findings

Transferring control of resources from the government to individuas and their families requires
specific financial systems that differ from those traditionally used in systems of care for
developmentaly disabled individuas. Mercer evaduated the operating and financid systems
present in the Commonwedth as to their readiness to implement a sdlf-determined model of care.
Because the fundamenta shift in self-determination is predicated on the assgnment and control
of resources, the financid systems become a criticd component of a successful implementation.
Mercer performed a financia review of the various data sources and the methodology used to set
rates for the SCL waiver program. This section of the report describes.

. What data sources Mercer reviewed and our observations,

. Mercer's understanding of how the data are currently used,

. rae-seting issues under SLC and potentid issues in a sdf-determination moddl, and
. other issues for consideration when moving to a self-determination model of care.

Mercer staff has reviewed severd data sources in addition to correspondence between the
Commonwedth and SCL Walver providers regarding finances and rates, the SCL manud, the
SCL waiver amendment (effective 9/1/00), and documentation on the rate methodologies.
Mercer used this information to compile comments throughout this report. Mercer anayzed
different data sources in order to determine how providers are reimbursed now in the SCL
waiver and what changes may be anticipated if the Commonwedth chooses to proceed with a
mode of sdf-determination. Appendix E contains a worksheet that compares the unit cost per
savice of each of these data sources, and bar charts illugtrating the distribution of providers by
average per capita cost. Appendix E dso includes a ligt of the data sources reviewed by the
Mercer fisca staff.

Finding #1—Independent support coordination is needed

Mercer otaff observed exceptiona agency support coordinators who were knowledgeable and
active in supporting people with disabilities. However, the current system creates an inherent
conflict of interest when the support coordinator is employed by the service provider. This
conflict is evidenced in the review of PCPs. All SCL providers interviewed reported that
consumers were limited to services offered by the support coordinator's agency; in limited
instances, providers reported that individuas were directed to services other than those outlined
in the PCP because that was “what the agency was offering”.
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Finding #2-Fiscal intermediarv service is needed

Individua fisca management is not clealy understood or accepted by the provider agencies.
While agency financid management systems were in place and operationd when managing date
dlocations and contracts, agency directors expressed significant concern about placing
purchasing control with the individua. None of the agency directors interviewed had direct
experience with fiscd intermediary services where individuad assets resde with an independent
financid inditution. In most programs, individud funding is blended a the agency level and is
not directly related to the type or amount of direct care support received.

Finding #3-Individual use of SCL services has significantly increased and people are
receiving a majority of the services offered bv their arovider

Similar to the finding on independent support coordinaion, people are assgned increasingly
more SCL services than previous years. This trend is consstent with new, as well as current,
SCL enrollees. The observed use gives the gppearance of over-utilization of services. A service
utilization review by an independent agency needs to be present to ensure that people are
receiving the level and amount of service they need.

Finding #4—SCL rates need to be recalculated based upon a consistent rate methodology
across all SCL services

The historical basis for the current SCL rates has changed and an updated methodology needs to
be provided. There is no current standardization nor are the rates portable between service
categories.

Finding H-Additional data are needed to analvze the impact of sdlf-determination

The Commonwedth has a good financid database for tracking provider capacity and
expenditures. In order to accommodate sdlf-determination, the Commonwedth should consider
developing added data to andyze the impact of pilot initiatives.
Provider Disruption - Because people will make different choices under
self-determination than under the current SCL program, Medicaid will need to monitor the
effect on providers with regard to the type and volume of services. This will dlow the
Commonwedth to make generdizations as to how the current providers might be impacted
by a sdf-determination modé.
Direct Care — The cornerstone to any HCBS program is the direct care staff worker. The
Commonwedth will need to monitor the salaries and benefits needed to atract and retain
these workers to ensure the system has capacity to serve its clients.
Individud Choice = The Commonwedth should monitor the changes individuds make in
terms of their service provision. This includes the type of services they choose, volume of
savices they use, and the provider they choose. This will dlow the Commonwedth to make
generdizations as to how the entire sysem might be impacted by a self-determination model.
Budget Impact - The Commonwedth will need to closdy monitor the sef-determination
pilot to estimate the possble financid impact of implementing the program dStatewide.
Rurd Impact — One of the advantages of usng a sdf-determination modd is that individuas
who previoudy could not obtain services due to being in a rurd or remote location, can find
cregtive ways to use their funding to meet their needs. The Commonwedth should monitor
sdf-determination to see if it improves access. And coupled with the analysis of the direct
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care data, it can determine what rate changes might be necessary for clients in rural and
remote |ocations.

s Savice Change - Over time, individuas will make changes in their service packages. These
include both long-term changes, such as revising their PCP, and short term changes, such as a
broken leg. The Commonwealth needs to monitor these changes to understand the impact on
providers and the budget.

Consumer Findings

In completing the consumer portion of the assessment process, the Center for Outcome Anaysis
developed a survey ingrument that was sent to the Divison of Long Term Care for approva
prior to digributing to the consumers receiving services under the HCBS Waiver. Once
distributed, Mercer received approximately a 40 percent return from the consumers and their
family. The results of the surveys have been tabulated and are provided in the tables that follow
this introduction. Also, the Divison of Long Term Care provided a list of sdlected individuas to
Mercer in order to arange persond interviews ether in their home environment, in their day
trestment program, or in a community setting. The findings from the interviews are aso

provided.

Consumer Survey Findings

#1—How did people describe their living sSituations?

The types of living Stuations listed by the respondents were quite varied, as shown in the
following table

Living Situation Percentage of Respondents

With Relatives 13 percent
Group Home 15 percent
Foster Home 3 percent
Supported  Community  Living 53 percent
Independent  Living 1 percent
Other 15 percent
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Finding #2—How many people_live with vou?

The average was 2.0. Again, there was consderable variation as reflected in the following table.

Number of Other People Per Home

Number of Respondents

Living alone 10

One person per home 70
Two people per home 244
Three people per home 45
Four people per home 26
Five people per home 9
Six people per home

Seven or more people per home 7

Most of the respondents (244) lived with two other people. A few lived in large settings with
seven or more. The emerging standards for congregate living continue a pattern where large
setings are being replaced with smdler environments. It is widdy held that the smaler the
stting, the more individudized services and supports become. The more individudized services
and supports are the higher the consumer ratings are around satisfaction. The fact that a mgority
of people surveyed are living in amdler sdtings is a highly postive indicator.

Finding #3—Do people know about self-determination?

Very few people responding to the survey had knowledge of sdf-determination as demongtrated
by the following chart

Have You Heard Of Sdf-Determination?

5Yes, and | know a lot about it

4 Yes, and | know a fair amount about
it

3 Heard of it and know a little about it
2 Heard of it, but don't know what it is

1 No, never heard of it

0 50 100 150 200 250
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This graph showed that information about self-determination had not in most cases reached these
walver service recipients. Only 69 people (17 percent) had heard of sdf-determination and said
they knew anything about it. Another 104 (26 percent) said they had heard of self-determination
but knew nothing about it. Information about sdf-determination and or consumer-directed
sarvices is a criticd component for the implementation to be successful. The response rate for the
Commonwedth is not uncommon. Rather the survey results reved the importance of planning
and information drategies as the first step in moving forward. For those reasons, the first step in
the sdf-determination pilot effort will have to involve publicity, traning, seminars, conferences,
brochures, and any other means the Commonwedlth might sdect to inform people. The target
audiences should include in addition to consumers and their families, service providers, agency
personne and Saff respongble for monitoring and regulation compliance.

Finding #4—For people who do have knowledge of sdf-determination, how involved are
people in managing their own supports and care?

In this analyss, people who had said they'd never heard of sdf-determination were not included.
Leadership on consumer-directed services has been developing dowly in mogt dtates, and the
survey reveds the same pattern for the Commonwedth. There has not been widespread
involvement thus far, something that will change when the sysematic Satewide initictives begin.
The responses came in as shown in the following figure.

Any Involvement in Sdf-Determination?

5 Yes, very much
4 Yes, sgnificantly
3 Yes, somewhat
2 Yes, but very little

1 No, not at all

0 10 20 30 40 50 60

Finding # 5—Do people have a better aualitv of life todav than one year ago?

In order to learn what the walver participants thought about the qualities of their lives, we
applied COA’s “Quality of Life Changes’ scale. Basicdly, the instrument asks people to rate 14
aress of life qudity on 5-point scales, for “A Year Ago” and “Now.” (See Attachments for the
complete format and content of the scae)) The darker bars show the average responses for
“Now,” and the lighter bars show the average responses for “A Year Ago.” In every one of the
14 aress, people (and/or the surrogates who knew the people best) believed they were better off
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when they completed the survey than they had been a year before. COA ran datistical tests on
these percelved changes, and every one of them was datistically significant, and 13 of the 14
were highly significant, meaning that the odds that such a change occurred by chance were less
than 1 in 10,000.The results were as shown in the graph following.

Perceived Qualities of Life:
A Year Ago, and Now

Overdl Qudity of Life
Privacy

Dental  care
Treatment by staff
Safety

comfort
Happiness

Food

What | do al day
Getting out
Seeing friends

Family  relationships

Running own life ,

|
Heath || N

0.0 10 2.0 3.0 4.0 5.0

B Yex Ago B Now

The largest areas of percelved change were in Getting Out, Running My Own Life, Seeing
Friends, Overdl Qudity of Life, and Happiness. These are certainly encouraging findings. It is
true that the magnitude of the perceived improvements was rather smal compared to the pre-test
data. But it is very poditive to see that the Walver recipients, and those closest to them, believe
their lives have been “getting better” over the past year.

Finding #6—What things do people value most?

The survey asked people to indicate what things were most important to them. From a list of 30
qudity of life dimengons, developed from thousands of individua vists and surveys over the
years, respondents wrote a “1” next to the most important thing, and a “2” by the second most
important thing, and s0 on down to “5" for the fifth most important thing. During andlyss, we
firg caculated how many people put each item in their “top 5,” and then gave the greatest
“weight” to items marked with a “1” (for Most Important). In this way, we cadculated the
weighted sum for each item. In the following table, the Weighted Sum shows this computation.
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What's Important to You: Values in Rank Order

Quality of Life Dimension [Weighted
Sum
Love 467
Family-like atmosphere 419
Comfort 315
Earn money 311
Home-like place 310
Friends 290
Health 269
Choicemaking 265
Dignity, respect 246
Safety 225
Permanence of home 220
[Working for pay 201
Stability 182
Freedom from abuse 161
Communication 135
{Medical attention 133
Being kept busy important to you 120
Travel, vacations 115
Productive day activities 106
Girlfriends/Boyfriends 93
Religion, worship 77
Being with other people with disabilities 72
Assistive devices important to you 65
Self-care skill development 62
Supports for problematic behavior 54
Integration, inclusion 54
Development, learning 42
Community acceptance 40
Exercise, fitness 27
Seif-esteem 25
onitoring the quality of services 18
Self-determination 15
Large facility to live in 0

People in the Kentucky Waiver program expressed “Love’ as ther highest vaue. Having a
“Family-Like Atmosphere” followed this. The next three were “Comfort,” “Earn Money,” and
“Home-Like Place” Looking at the top and the bottom of the table is very informative. At the
top of consumers priorities are things that are universa to dl citizens, the smple fundamentals
that traditiona human service systems have not addressed. At the bottom are the gods that
professionals have tended to espouse more often, such as sdf-care sKills, integration, monitoring,
having a large facility to live in (which received not one rating). These findings are highly
compatible with  consumer-directed services.

The rating of sdf-determination as being next to last may be more a reflection of a lack of
understanding than a dtatement of disinterest. The highest rated items are outcomes directly
associated with sdlf-directed services and these findings are consistent with Mercer’s experience
elsewhere.
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Finding #7—To what extent do people make decisons about their care and support?

The Decison Control Inventory measures the extent to which people and ther dlies make
decisons in big and smal matters, versus having those decisons made by paid professionals.
This scde tends to be paticularly informative when applied before and during self-
determination. Here, we have only collected it once, and cannot see pre-post changes.
Nevertheless, the items in the scale can be rank ordered to see what areas of life people have the
most and the least control over.

This group of supported living Waiver recipients had their highest degree of power and control
over “the little things’ in ther lives. taking naps, weekend bedtime, worship, free time, clothes to
buy. They had the least power over “the big things’ such as choice of staff, choice of case
manager, and how to spend resdentid dollars. These “big things’ are precisdly what self-
determination is designed to change.

If self-determination is implemented for some or al of these people, then we will be able to
detect its impacts on power and control with this scle. The participants would be expected to
increase their control over some of the “big issues’ a the bottom of the graph, just as they have
in a number of other states. The following graph shows the results.

Opportunities for Choicemaking

Taking naps in evenings, weckends GGG
When to go to bed on weekends
When, where, and how to worship |E————
What to do with relaxation time  |H——— . ———
What clothes to buy in dSore | ———
Time and frequency of bathing
Vidting  friends
Choice of placss to go
Type of work or day program |G 5
Choice of people to live with G-
How to spend day activity funds |
Wha foods to buy for the home
Whether to have pet(s) in the home
How to spend resdentid funds |

Choice of case manager

Choice of support personnel

0.0 2.0 4.0 6.0 8.0 10.0
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Finding # SHow many people are involved in the individual planning process?

The individudized planning process is more highly developed in the developmentd disabilities
fild than in any other human service. To get a glimpse of how planning has been done for
people with developmental disabilities we asked how many people were involved in each
person’s planning process. The answers were quite varied, as shown in the table below.

Size of the planning How many people had this size
group planning group?

Total 330
[tem Left Blank 111
Grand Tota 439

This table shows that 4 people said they had a planning group of Sze 1, 8 people said their
planning group had two members, and so on. The most common Sze of a planning group was 5,
with 88 people reporting that size. Another 111 people Ieft this item blank. The average Sze of a
planning group was 5.8 members. We dso asked how many planning group members were paid,
and how many were unpaid. The averages were:

Average Group Size Average # Paid Average # Unpaid

As in most existing service systems, the planning process for people with developmenta
disabilities is tilted toward paid team members often caled “professonas” Pad members of
planning teams outnumber the unpaid members by amost 3 to 1. Sef-determination and or
consumer-directed services is highly compatible with a planning process referred to as Person
Centered Planning. Person Centered Planning relies on a person’s circle of friends to ad in the
outline that services as the individud's plan. Pad saff are highly important members of the
team; it is often the involvement of friends that enriches the plan with a direction that has
meaning to the person with developmenta disabilities. This provides another criterion for future
measurement of self-determination impacts. The involvement of unpaid dlies in the individud
planning process is expected to rise during self-determination.
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Finding #9—How much do people know about the public funds that are being spent for
personal supports?

One of the odd things about traditional service delivery in our country has been that people with
developmentd disabilities and their families often have no idea how much their services and
supports cost. In generd, saff do not ether. This is a sgnificant issue for numerous reasons. For
the purpose of this report it is sgnificant that people lack information about the cost of thelr
sarvices. A total of 403 of the 439 respondents answered this question. The responses are
presented grgphicadly in the next figure

How Much Do You Know About Money
supporting You?

5 Everything
4 AlLot

3 Some

2 A Little

451

1 Nothing

0.0 10.0 200 30.0 40.0 50.0
Percent of Those Answering

Nearly hdf of the respondents said they knew nothing about the public funds being spent on ther
behdf. Only 3.5 percent said they knew everything about their support funds. As in most service
systems, people with developmenta disabilities are not well informed about the money issues.

We aso asked people who knew a lot about the money issue, how much was the tota dollar
amount. Only 21 people responded, and their mean average response was about $28,000 if we
use the mean, and $12,000 if we use the median. (A few people reported very high costs, which
affects the mean a great ded, but does not affect the median. The median is probably the better
measure in this case) Since sdf-determination is inextricably intertwined with awareness of, and
control of, individua budgets this is an important finding. Participants and ther dlies, dong
with pad gaff, will have to find out what's currently being spent, and how it's being spent, in
order to move forward in sdf-determination.
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Finding #10—What are other comments?

In every survey, we asked, “ Please write any comments you have about Supported Community
Living in the Commonwedlth or about Sdlf-Determination, if you want to.” Responses to these
questions were varied and rich. The responses can be broken down into a number of different
categories for this question.

Individuals not agreeing with the SCL Waiver Program and the services tha are being
received.

Individuds that have benefited from the program and have encouraged the expansion of the
program including the services.

+ Individuals that did not understand the concept of Self-Determination and how it would
impact therr life. In many responses, these individuas preferred to receive more information
on the concept.

+ Individuas that were unable to comment or expand thelr understanding due to their
limitations.

* |ndividuds with no response.

The mgority of the individuas that responded to this question fit into the second bullet above
and drongly supported the program. They were supportive of the program because it alowed
them more freedom in ther living Stuation, more choice in their daly activities, the people that
they wanted to spend thelr time with, and the opportunity to develop stronger living skills.

The individuas that did not support the SCL Waiver program indicated their frustrations with the
rules, the confusion of policies, the rates, and the overdl service deivery system and the lack of
enough services being avalable.

Finding #11-What would you change?

Many of the responses centered around “the little things’ rather then “the big things’ as
discussed earlier. In regards to wanting more choice in “the big things’ a number of the
responses centered around being able to spend more time with certain individuas including
friends and family members, being able to control their spending options, living under certain
conditions, and employment opportunities. “The little things’ centered around immediate fixes
such as wanting more candy, ice cream, and Smple life pleasures.

Finding #12—Did people receive help responding to the survey

We asked each person, “Did you have help answering these questions?” Mogt people did have a
lot of help, a shown in the following graph.
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Did You Have Help Answering These
Questions?

5 Yes, very much 212
4 Yes dgnificantly

3 Yes, somewhat
2 Yes, but very little

1 No, not at dl

0 50 100 150 200 250
Number of People

For those who had help, we asked, “Who helped?’ The result was that it was dmost dways staff
or family members, as shown below,

Who Helped You Answer These
Questions?

4 Other
3 Friend

2 Family

1 Staff 302

T 1 T T

0 50 100 150 200 250 300 350

This is dso not unusua. However this finding does raise one area of caution. The answers are
often filtered through saff or family member’'s perceptions and opinions. This in of itself does
not present problems, rather additiona efforts should be taken during any pilots to seek
information on people's preferences. We must try with dl diligence to communicate directly
with the person, and only when necessary, accept the assstance of a surrogate. On the other
hand, we must not reject these finding or regard them as not vaid. They are smply the best that
we know how to obtain for people with cognitive disabilities.
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Consumer Interviews « Findings

In addition to the consumer surveys mailed to 1,500 people and people interviewed during
program sSte vigts, Mercer daff aso persondly interviewed seven people in their communities
who were recelving SCL services. These individuds were sdected by DMR and represented a
variety of persond gtuations and circumstances. The purpose of the interviews was to explore
the interest and perceived vaue of sdlf-directed services with specific individuds, and to test the
amount of involvement and persond risk which people were willing to assume. Individuds who
were selected were considered to be examples of candidates for the self-determination pilots.
There was no attempt to select people randomly, but rather focus on more specific
implementation and persond control issues. Characteristics of the seven people who were
interviewed included the following:

People resded in Morehead, Williansburg, London, Louisville, and Lexington

. All people were of adult age

* All people had person-centered plans and active support coordinators

s Two people were living in their own homes or in parent homes, five people were living in
subgdized living  Stuations
Six people were actively engaged in day programs which included employment and/or
community inclusion activities, one person was not involved in a forma day program, but
was engaged in activities organized by parents

+ Four people were supported by community menta hedth/menta retardation boards, three
people were supported by new SCL providers

Key findings are as follow:

Finding #-Overall, people were satisfied

Individuals were generdly pleased with the overal services that they were recelving. Even <o,
five of the seven people expressed a high interest in changing one or more conditions in their
lives. The following table summarized those areas that would be impacted by sdf-determination:
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Individual

Age
range

Gender

Living
Situation

Day
Situation

Areas of Self-
Determination Impact

Parentslown CMHC - Interested in sustaining current
home with in- work program | in-home support otaff; decrease
home support use of CMHC day program and
from CMHC increase  community  inclusion
(recreation)  opportunities
Person #2 50-55 Man CMHC - CMHC - Interested in moving_to own
daffed  residence | vocational home with fewer people;
program enjoyed current day program
and friends with no interest in
changing
Person #3 50-55 Woman | SCL ~ SCL - Interested in sustaining current
daffed resdence | work program | situation; active in hiring
persond care staff
Person #4 50-55 Woman | CMHC = CMHC =~ Interested in  obtaining
daffed resdence | community supports  from  other
inclusion providers/non-traditional
providers
Person #5 25-30 Man Parentslown Program Interest in maintaining personal
home with in- provided by control and customizing day
home support family and home supports; limited
interest in using existing SCL
provider  network
Person #6 21-25 Man SCL - SCL - High degree of satisfaction with
daffed residence | individua current program; interested in
support ensuring that current situation
IS sustained
Person #7 50-55 Woman | CMHC = CMHC - Interest in reducing structured
daffed resdence | community day program activities and
inclusion; part- | having more persona time
time work

Finding #2—No individual managed hisher own public funds:

No individud had an individud/family budget which included public funds, nor were people
aware of the amount of public funds (eg. DMR, MAA) dlocated to thelr services. All people did
have persond financia accounts, which included work compensation and
clothing/personal/incidental funds. All people had financid sewards who asssted them with the
expenditure of persond funds.

Finding #3-Mos people_fdt thev had choice and input into the sdlection of their
resdential support direct care saff:

All" people and/or their families described persond involvement in the hiring decison for their
personad care daff. This involvement included both dtaffed resdences and in-home persond

support workers. With the exception of the individud whose family was directly organizing day
activities, no individua described sgnificant involvement in the hiring decison for day program

staff.

Finding #4—No one wanted to change evervthing:
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While five of seven people wanted to change some aspect of their current support, no one wanted
to make extensve changes. For example, no one expressed an interest in moving to a different
community or changing providers. Instead, people described their desire to maintain current
vaued saff and community relaionships, and to increase their opportunities to actively
participate in their communities. Of significance to four people was the desire to assure that
valued persond care staff could be retained and not leave for higher paying work.

Finding #5—People who were older wanted to work less.

Employment did surface as a key area for three people individuds who were over the age of 50
years. Specificaly, these people did not enjoy their jobs and expressed a desire to reduce their
work time. Each fdlt little persona control or influence over that decison and dtated that they
had few opportunities to explore non-work options.

Finding #6-People who were supported in new SCL programs felt they had more personal
control than people who were supported in CMHC programs:

Three of seven people described a concern that their choices were limited to the supports and
savices offered by the CMHC. These three people described gstuations where they felt required
to participate in al services offered regardless of their persona interests. People supported by the
newer and smaler SCL programs described more personad control than those supported in
CMHC  programs.

Overdl, individuads believed that to some degree they fet as if they were living under some
degree of sdf-determination now. Individuas appeared to be living enjoyable lives and
described the opportunity to make more choices currently than in the past. The interviews
reveded that overdl people with developmentd disabilities were pleased with the overdl
sarvices that they were recelving. The interviews aso confirmed that there are components of
consumer-directed services currently within the system of supports for people with
devdlopmentd  disdbilities.

The interviews aso reinforced a finding experienced in other dtates. That is most people would
make, a least initidly, very few changes with services and how those services were provided if
those options were presented to them under a consumer-directed model.

Conggent with Mercer's findings in other dtates, the maority of choices and decision-making
activities are being made on issues that are important for quality of life but of lesser urgency.
These decisions tend to be around what to eat, what to wear and how to handle a least portions
of one's free time, rather than changing provider or support staff.
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V. Recommendations and Next Steps

The Commonwedth is well organized and pogtioned to implement sdf-determination with the
exception of one mgor issue. The need for independent support coordination and an aggressive
and independent utilization management system is critical. Without such controls, the State is
exposed to increased cost overruns and over utilization of services. Respectfully, Mercer
recommends the following actions.

1. Independent Support Coordination: Establish an independent support coordination
savice that provides consumer assstance with person-centered planning, and obtaining and
negotiating service delivery.

2. Independent Utilization Review: Establish a utilization review process that is based upon
quaity of life and quaity of care outcomes. Pre- and post- consumer satisfaction and
outcome surveys should be conducted to test for impact.

3. Target Fiscal Intermediary Services. Test dternative forms of Fiscd Intermediary Services
to determine the methods and risk of decentrdized individud financid management.

4, Small Decentralized Pilots: PRilot initistives with a focus on smal group implementation
reflective of the geographic diversty of Kentucky should be undertaken. The consumer
surveys support a concluson tha implementation should be deliberate with clear outcomes
identified for evaluating the effectiveness of the pilots. The pilots could focus on new people
leaving the public education system and wishing to enroll in SCL services. Additiondly, the
pilot could aso focus on people currently recelving services under SCL but who wish to
change their current supports.

5. RFP Pilot Providers: Providers wishing to participate in the pilots should be sdlected
through an RFP process.

6. Flexible Rates and New SCL Service Definition: A dandardized rate schedule should be
developed for individuas choosing to participate and the SNAP assessment tool suspended
for pilot participants. The current SCL waver should be amended to include a sdf-directed
sarvice definition and quality assurance criteria

7. Contract for Data Collection: Secure a contract with an organization to collect and review
pilot findings, develop basdine data and comparative andyses, and conduct Simulation
modeling.

The recommendation is to structure the pilot in a manner that dlows for a phased introduction to
system change associated with self-directed services. There are two components that are
recommended to be included in the pilot: development of individud budgets and impact on
savice providers. Development of individualized budgets focuses on how budgets for sdf-
directed sarvices are developed, implemented and monitored.
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The second component examines the impact on the service providers as the revenue flow aters
from capacity contracts to fee-based. The latter aspect of self-directed supports is critica and
reflects one of severd paradoxes. That is, there needs to be capacity in order for people to have
choices and options and there needs to be a certain degree of predictability to maintain capacity.
For these reasons, it is strongly recommended that two pilots be congtructed and implemented to
run smultaneoudy. After the pilot has been completed, there is a need for one additionad area of
congderation. This area centers on fixed costs affiliated with group homes and other congregate
setings. A review of drategies to convert to a consumer-directed and controlled budget model
must include planning on how to address fixed cogts.

Individualized Budgets:

Step 1. Define the parameters

The first set of decisions is to determine the number of participants that will be enrolled in the
pilot. The two options for consderaion are to ether select a number of people or establish a
maximum dollar vaue. Usudly the sdection criteria involves the following:

Rurd and urban locations,
« Age,
»  Under-served, walting i,
s Satisfaction level, and
. Family involvement/advocacy.

Additiondly there ae posshle sysem-related questions:

+ Do sdf-directed services promote expanding the provider network;

» Is there a change in satisfaction level as a result of sdlf-directed supports;
. Do df-directed services dter the budget levels, and

»  What quaity measures work or need atering.

The second set of decisions is to decide what services are to be included. In the pilot it is
recommended that a limited scope of services be included, such as a) respite, b) supported
employment, c¢) persona support/personal carefattendant care, and d) transportation. Other
sarvices rase ggnificant policy-related, budget, and sysem change implications and the
recommendation is to implement these changes later.

The third set of decisions is related to rates. Portability of rates is a critica component for self-
directed services. Rates do not need to be uniform but the variance in rates for smilar services
adso cannot be great. A fee schedule with a range may need to be developed, a least for the
initid  implementation. Additionaly, how will under-spending the dlocation be addressed?
Conversdly, how will overspending be prohibited?

A fourth set of decisions is what are the quality measures, including hedth and safety. Self-
directed supports are different from existing services and they probably should be measured and
evauated differently. There does not exist a need to have fully developed monitoring systems
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prior to pilot. There should be certain decisons around what are the outsde parameters for the
public funds and the essentid or minima qudifications for individuas hired by consumers.

The fifth set of decisons is related. The essentid issue centers on who is digible to become a
provider and what prerequisite will be in place as a condition of payment.

The last set of decisons centers on whether Medicaid funds will be avalable and under what
conditions will payments be made or denied.

Step 2. Define the guestions to be addressed during the pilot

The pilot should focus firs on individuds with developmenta disabilities and test system

components that maximize successful consumer-directed services. The following components
should be examined:

+ Develop, implement, and evaluate the process that alocates and monitors resources awarded
to an individua with developmentd disabilities. The objective of the pilot will be to answer
the following questions.

1. How will the objectives and needs identified in the plan be trandated into resource
dlocations?

What will be the measure of “reasonableness’?

How will resources actudly be dlocated, in particular Medicad dollars?

What occurs if resources are over-expended or under-expended?

What is the service authorization process?

Who pays the service provider and how timely is the process?

What is the employer/femployee relationship?

Develop the prior-authorization levels and determine what “triggers’ would require a review;
ldentify system barriers and develop dtrategies to remove obstacles with a particular focus on
regulations, rules, and policies that should be modified,;

» Develop and implement ongoing information and educational sessons for people with
developmental disahilities, families, oaff, and other policy-makers on consumer-directed
sarvices and supports. Identify changes in system design and the rationale for such changes,

»  |dentify the outcomes both at the individud and system level to be used to measure the
effectiveness of consumer-directed services.

Provider Impact:

Consumer-directed services are not a new type of support. Rather, the essence of consumer-
directed services is a fundamenta change in how supports are sructured and made avalable to
people who require the assstance. Consequently, consumer-directed supports will have a
dgnificant impact on service providers (including state systems).

The proposed pilot should be designed to measure and assst service providers in reconfiguring
their organizations to meet the demands and expectations associated with consumer-directed
supports.
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Sep 1. Conduct busness planning

Moving away from capacity funding to an on-demand system requires planning and retooling of
an organizetion's adminidrative dructure, especidly if the organization is heavily invested in
property (group homes, congregate program settings). The evidence to date is that people with
developmental disabilities, when given the options, tend to select different methods of supports
than the traditiona aray of services. Concomitantly, the availability of traned and competent
support staff is critical and the ability to offer regular and relief/backup workers is critical for the
system to be viable. Consumer-directed supports are highly dependent on the evolution of
exising network of service providers (including dtate services). Business planning is the
recommended drategy to begin or escalae the evolution.

Step_ 2. Sdection of providers

A minimum of two service provider organizations should be sdlected, one representing non-
profits and the other for-profit corporations. The providers must currently offer the services to be
included in the pilot and aso provide congregate services either as group home providers or as
providers for congregate program supports. The provider agencies should be geographicaly and
programmdicaly linked to the people with developmenta disabilities sdected to participate in
development of individua budgets in order to gauge the impact on the providers organization.

Sep 3. Define the issues to be evaluated during the pilot

In addition to the impact of moving away from capacity to on-demand supports, there are other
inquiries that should be included in the pilot. These can include:

The cost of providing services within community settings,

Impact on staff turnover,

Changes required in policies and dtaff training,

IO functions and relationships,

Types of system planning required to ensure an aray of providers for consumer-directed
supports, and

What qudity indicators and measures for outcome are gpplicable and doable.
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Attachments

Provider Survey Tool

e Provider Readiness Tool
e On site Interview Tool

Center for Outcome Analysis Survey Instrument and
National Baseline Data

List of Interviewees - DMR, MAA, and Providers

List of Mercer Staffing and Consultants

Financial Data Sources

National Salary/Compensation Data

Provider Readiness Review Summary Comments

Center for Outcome Analysis National Baseline Data

Center for Outcome Analysis Sampling Methodology
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SELF-DETERMINATION (SD) READINESS REVIEW

PROVIDER SITE QUESTIONNAIRE

Name of Provider Agency:

Agency Address (Main Office):

Agency Phone/Fax #:

Agency Type (Please Circle):

Not-for Profit

For-profit

Other (Please indicate)

Name(s)/Title(s) of Person(s)
Completing Questionnaire:

E-Mail Address for above Person(s) (if applicable):

Kgro! IS;
What types of contracted services
(e.g. in-home support services) does your
agency provide for people with disabilities
(we will use the term “consumer’
throughout this questionnaire) and their
families?

®  How many consumers receive each
of your specific contracted services?
Please list by service type. If you are a
multiple service provider (e.g. employment
and residential supports) this may be a

duplicated count.

®*  What is the total number of
consumers you support in your contracted
services? Please use an unduplicated




. Do you believe that your new
employee orientation, employee training
and job descriptions are consistent with
SD or related principles?

®  Are consumer/families involved in
any part of the employee
hiring/evaluating/firing process? If so,
how?

o (If any sites are owned by the
provider or related parties) Do you see
this ownership as a barrier to service
choice by the consumer or family?

® Is your current pay and benefits
package sufficient to attract qualified direct
care workers? If not, what would it have to
be competitive?




®  What is the lowest level in your
organization at which employees are
knowledgeable of service reimbursement
rates? Internal budgets for a given
service?

ement;

* ,f-‘-rvéﬁ your famlllarlt / with SD
principles, 'how do you believe your

vision/mission/philosophy “fits” with SD?

TR
sponse.

* Do you believe you have an
adequate management/business
infrastructure to support SD
iimplementation? What are your strengths
:and needs in this area?

¢  Areyour BOD and/or advisory board
imembers aware of SD principles? If
:aware, are they supportive?




* Do you believe your current
assessment of consumer satisfaction
measures personal outcomes? If not, how
do you believe it could be changed to
reflect a personal outcome orientation?

influence or control of who attends
required consumer planning meetings?
Does the consumer or family member ever
facilitate these meetings?

®*  Does the consumer or family have
any influence or control of the financial
resources available to the consumer? If
so, to what extent?




. Is there presently a fiscal
intermediary or service brokerage service
available to consumers supported by your
agency?

i

¢  Does your provider brochure or other
marketing materials reflect SD-related
principles? If not, are you presently
considering any changes?

(i.e. local, sate, national, etc.) to which you
belong (i.e. advocacy, self-advocacy,
provider, etc.) encourage SD?




e
~—’
g

*  Assuming some implementation of
SD principles here, do you see your
agency working any differently with other
community organizations?

. C Qvmenl Sgsisitons

* In general or specifically, if your
organization were to practically embrace
SD principles, what would it have to do
differently, if anything, to successfully
support consumers and families?

* In general or specifically, if the State
of Kentucky were to practically embrace
SD principles, what would it have to do
differently, if anything, to successfully
support providers, consumers and
families?
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SELF-DETERMINATION (SD) READINESS REVIEW
ON-SITE QUESTIONNAIRE (JUNE 2001)

Name of Provider Agency:

Agency Address (Main Office):

Agency Phone/Fax #:

Name(s)/Title(s) of Person(s)
Interviewed:

E-Mail Address for above Person(s) (if applicable):

*  What does the term self-
determination” mean to you as a provider?

(SHARE A COPY OF “WHAT IS SELF-
DETERMINATION?” WITH THE
PROVIDER NOW).

y Does the term “self-determination”
have any meaning for your typical direct
care worker? If so, what meaning?

¢ Are you familiar with the term “people
First language?” (If not, explain). Does
your organization presently support the
use of this language?




)

count for this total.

¢ How many physical sites do you
have for each of your contracted services?
What is the total number of sites?

' How many total employees do you
have? Of this total, how many are part-
time (less than 30 hrs/week)?

®  What is your turnover rate, if any, for
your direct service workers during the past
year (e.g. 50%)?

. Do you have written job descriptions
for your direct support workers? If so,
please attach one example from one of
your contract&Gé&ices. If not, are you
planning to develop them?




What is the_estimated annual budget
for each of your contracted services.

What is your estimated total annual
budget for all committed services?

* What are the sources of your funding
(by percent) for your total annual budget
(e.g. 45% ICF, 45% waiver and 10%
donations)?

®  How many, if any, of your contracted
service sites are owned by your agency, a
related entity (e.g. holding company), a
Board of Directors member, you or a
family member? If applicable, please
specify by site and contracted service.




®  What is the typical entry-level
pay/range for direct support workers for
each of your contracted services?

*  What are the typical entry-level
benefits for direct support workers? When
do those benefits “kick in” (e.g. health
insurance after the first 90 days of
employment)?

. Do you have a statement of vision,
Imission, values and/or philosophy? If so,
[please attach. If not, you may attach a
lorief statement for this questionnaire.

¢ Do you have a written business
plan? If so, please indicate the primary
goals of your plan (you can attach the




)

relevant sections of your plan if you wish).
If not, do you intend to develop one?

* Do you have an organizational chart?
If so, please attach. If not, please draft
one and attach for this review.

¢® Do you have a Board of Directors
(BOD)? If so, what is the composition of
your BOD (e.g. 2 family members, 5
community leaders, 1 consumer)? If so,
how often does the BOD meet?

* Do you have a consumer/family
advisory board? If so, what is it's role? If
so, how often does it meet? If not, are you
nterested in developing one?




®* Do you utilize any measure of
consumer/family satisfaction or personal
outcomes? If so, please attach a copy of
your most recent survey form. If not, are
you interested in developing one?

*  What types of outcome or quality
assurance data, if any, do you collect? If
applicable, do you report it to your funding
source? If applicable, briefly identify per
funding source.

Planning/BudgetingQuestionss
What type of printed format, if any,
do you use for required (e.g. annual ISP)
consumer planning meetings? 1If
applicable, please attach a copy.

®*  Who typically facilitates these
required consumer planning meetings?




Are consumer budgets, consumer
financial resources, provider
reimbursement rates or other financial
information discussed at these required
planning meetings? If so, is there a
printed format for organizing and reviewing
this financial information? If applicable,
please attach a copy.

Questions
¢  How do you market your services?

¢ Do you have a brochure or service
description that you give to potential
consumers/families? If so, please attach.




if not, do you plan to develop one?

y Do you use or rely on any other
forms of marketing (e.g. work-of-mouth),
fundraising events, newspaper articles,
etc.)? Ifso, briefly describe.

any community activities for
consumers/families. If so, please list

: Is your agency involved with any
self-advocacy organizations? If so, please
identify.




® |s your agency involved with any self-
:advocacy (led by consumers)

organization? If so, please identify.

* [s your agency involved with any

local, statewide or national provider
organizations? If so, please identify.

i QuEstbSIChmMments
. lease list any questions or
comments, and attach additional pages as
necessary.




YEAR 2001 SURVEY OF PEOPLE IN SUPPORTED COMMUNITY LIVING
AND THEIR FAMILIES

year Sr or Madam:

‘he Center for Outcome Anadyss is doing a Statewide survey of people who are involved in Supported
lommunity Living in Kentucky. We've been asked to do this on behdf of the Kentucky Depatment of
Medicaid Services, Divison of Long Term Care.

‘he Department is interested in finding out about your life, what you think about your living Stuation, wha you
rink about your daily activities, and whether you might be interested in finding out more about Self-
)etermination. Saf-Determination is a way to get more choices made by you and your families and friends, in
ooperation with the staff and case managers who work with you. Sdf-Determination includes making choices
bout how to use the money that supports you. Self-Determination is done gradualy and responsbly, so that no
ne will have to make more choices than they are comfortable with.

‘his survey is for you. If you need help in answering the questions, tha's fine.
)n most questions, just circle the number next to the answer that's most true for you.
“here’s another envelope in with this survey, and that one is for your closest relative. We want to find out what

hey think, too. If possble, please put ther address on the envelope and mall it to them --- or, just give it to
hem when you see them. The questions we want to ask them are just about the same as the ones we're asking

.. ou.
1. Complete the atached form and mail it back in the enclosed stamped envelope,
JR:
2. Write your name and telephone number in the space provided below and mal this letter back to us in
the enclosed envelope. We will contact you to arrange a phone interview.
Name Phone #

We hope you will fill out this survey. Please let your voice be heard.

Sincerely,

James W. Conroy, Ph.D., President
The Center for Outcome Andyss
20 1 Sabine Avenue
~ Narberth, PA 19072
51 0-668-9001, FAX 9002, email outcomeanaysis@aol.com



Year 2001 Survey of People in Supported Community Living in Kentucky

We sent this survey to you at the address below

LABEL

PERSON’'S NAME
PERSON’'S ADDRESS

If this address is out of date or wrong, please write your new address here:

1) How old are you?

years

2) What kind of place do you live in now?
relaives
Group home
Foster home
Supported  Community Living Stuation
Independent
Ingtitutional  setting (more than 15 people)
Other, please describe:

1. With

living

3) How many people live in your home besides you?

'4) Have you heard of Self-Determination for people with developmental disabilities?

No, never Heard of it but Head of it and | Yes, and | know a | Yes, and | know
heard of it don't know what it know a little fair amount about a lot about it
is about it it

!

2

3

4

5

Kentucky Self-Determination Family Survey Version 1.1 Page 1




) If you have heard of Sdf-Determination, have you been involved in it in any way?
/‘

No, not a dl | Yes but very litle | Yes, somewhat | Yes, significantly Y es, very much
! 2 3 4 5

) Quialities of Life

ease give your opinion of your qudities of life “A YEAR AGO” and “NOW.” We are trying to find out if you
ink your life is better, worse, or about the same as it was a year ago.

A YEAR AGO | NOW
1- Very Bad 1 Very Bad
oK Life Area Lo
4 - Good 4 Good

5 - Very Good 5 Very Good
12345 1) Health 12345
1 2345 2) Running own life, making choices 12345
12345 3) Family relationships 12345
12345 4) Seeing friends, socializing 12345

~ 12345 5) Getting out and getting around 12345
12345 6) What he/she does all day 12345
12345 7) Food 12345
123435 8) Happiness 12345
12345 9) comfort 12345
12345 10) Safety 12345
12345 11) Treatment by staff/attendants 1 2 3 4 5
12345 12) Hedth care including dentd 12345
12345 13) Privacy 12345
12345 14) Overdl qudity of life 12345

—_—

Kentucky Self-Determination Family Survey Verson 11 Page 2



) WHAT'S MOST IMPORTANT TO YOU?
oS
FIVE MOST IMPORTANT THINGS e sw. Conroy 2001

or you, what are the five mogt important things about having a good life?

.ease read through the list below and determine which of these is the #1 most important thing
to you about your well-being? Please write a " 1" next to that item. Then, please write a “2”
next to the SECOND most important thing to you. Please continue writing numbers up to 5,
for the fifth most important thing to you. Don't write any numbers above 5, please.

Imnortant to You

Assdive  devices
_ Being kept busy
Being with other people with disabilities
Choicemaking
comfort
Communication
Community  acceptance
Supports  for problematic  behavior
Development, learning
- Dignity, respect
Earn  money
Exercise, fitness
~ Family-like  atmosphere
Freedom from abuse
Friends
Girlfriends/Boyfriends
Hedth
Homelike place
Integration,  inclusion
Large facility to live in
Love
Medical attention
Monitoring the quality of services
Permanence of home
Productive day activities
Religion,  worship
Safety
Sdf  egteem
Sdf-care  skill  development
Sdlf-determination
Stahility
Travel, vacations
Working for pay

Kentucky Self-Determination Family Survey Verson 1.1 Page 3



(8) Who Chooses?

I~ Copyright® J.W.Conroy 1994, 1997,1998, 2001

sk the respondent to say who dctualty makes decigons i each aregsas siown,ofromm0 t040. a r e
ade entirdy by PAID PERSONNEL (program daff, Case Manager, agency officias, doctors, etc.), enter "Q"
rthat area. If decisons are made entirdy by the PERSON AND/OR TRUSTED FRIENDS, RELATIVES,
DVOCATES, c., enter “10.” If decisons are equaly shared, enter “5.” UNPAID can include people who

«d a relationship with the person before they began receiving money for their support, such as a shbling or
sighbor. Items can be left blank, Next, rate each area for “How Important” it is for the person and the person’s
rcle to have control in each area.

‘HO MAKES DECISIONS?
(N N O S S MO S S

iid Person and/or Trusted
aff Unpaid Friends Reatives Advocates
WHO FOOD

1P Wha foods to buy for the home when shopping
CLOTHES AND GROOMING
5P What clothes to buy in gore
8P Time and frequency of bahing or showering
SLEEP AND WAKING
10P When to go to bed on weekends
12IP Taking ngps in evenings and on weekends
RECREATION
13P Choice of places to go
14P What to do with relaxation time, such as choosing TV, music, hobbies, outings, etc.
~ 15P Vidting with friends outside the person's residence
SUPPORT AGENCIES AND STAFF
20P Choice of Ca Manager
22P Choice of support personnel: option to hire and tire support personne
ECONOMIC RESOURCES
24P How to spend resdentid funds
25P How to spend day activity funds
HOME
27P  Choice of people to live with
WORK OR OTHER DAY ACTIVITIES
20P Type of work or day program
OTHER
34P Whether to have pet(s) in the home
35P When, where, and how to worship

9) Planning Team
Vho _usudly comes to your Individuad Planning meetings (dso caled IPP meetings, IHP mestings ELP
neetings, Person-Centered Planning meetings, and lots of other names)?

how many who are paid to come?

how many who are not paid to come?

how many atogether?

~~10) How much do you know about the money that’s being spent to support you?

Nothing A Litle Some A Lot Everything
l 2 3 4 5
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~.1) How much altogether is being spent to support you each year?

(enter 9 if don’'t know)

COMMENTS

2) Please write any comments you have about Supported Community Living in Kentucky. (Or about
If-Determination, if you want to.)

3) If you had one wish to be granted, what would it be?

.4) Did you have help answering these questions?

No, not a dl | Yes but very litle | Yes, somewhat | Yes, significantly [Yes, very much
! 2 3 4 5

LS) If yes, who helped?

Staff | Family Friend Other
! 2 3 4

THANK YOU!

Kentucky Self-Determination Family Survey Version 1.1 Page 5



his section is dmost the exact same survey we did with the origind self-
stermination participants families in New Hampshire in 1996. Nonetheless, now
must be revised to conform with the person-centered survey above. We've
arned a lot dnce then. This revison should take about 6 hours. Idedly, we would
) a pilot test with 9 families to look for flaws.

‘ear 2001 Survey of the Families of People in Supported Community Living in Kentucky

This survey is about:

LABEL

PERSON'S NAME
AND IDENTIFICATION CODE

We sent this survey to you at the address below

LABEL
FAMILY NAME
FAMILY ADDRESS

If thisaddressisincorrect, please write your new address in the space provided beow.

Kentucky Sdlf-Determination Family Survey Verson 1.1 Page 1



~—) What is your reationship to the person named above? (PLEASE CIRCLE A

UMBER)
1. Mother
2. Father
3. Mother and Father (responding together)
4. Sister or Brother
5. Grandmother or Grandfather
6. Aunt or Uncle
7. Not Related --- Guardian or Conservator
8. Not Related --- Friend of Person or Person’s Family
9. Other (PLEASE SPECIFY):

) How old is your relative?
years or __ Don't Wish To Answer

) OPTIONAL: How old areyou?

. yearsor __Don't Wish To Answer

) What kind of place does your reative live in now?
1, With us or with other relatives

Group home

Foster home

Supported  living  Stuation

Independent  living

Indtitutional  setting (more than 15 people)

Other, please describe:

) How many people live in your relativeés home (including your reletive)?

13) Have you heard of Self-Determination for people with developmental disabilities?

No, never |Heard of it but Heard of it Yes, ad | Yes, and |
heard of it don’t know and know a know a far know a lot
what it is little about it | amount about it about it

Kentucky Self-Determination Family Survey Version 1.1 Page 2



4) If you have heard of Sdf-Determination, has your relative been involved in it in any

/‘\ay?

No, not at Yes, but very Yes, Yes, Yes, very
all little somewhat significantly much
1 2 3 4 5

i) Qualities of Life
Please circle numbers to describe your opinions about the qudities of your relative's life
THREE YEARS AGO and his’hher qualities of life NOW. For any that you don't know,
just don't circle anything.

Quality of Life Changes
lease give your opinion of your relative's qudities of life “A YEAR AGO” and “NOW.” We

-¢ trying to find out if your relative's life has gotten better, worse, or stayed the same.
A
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A YEAR AGO NOW
— 1 - Very Bad 1 Very Bad

2-Bad . A 2 Bad

3-0K Life Area 30K

4 - Good 4 Good
5- Very Good 5 Very Good
12345 15) Health 12345
1 2345 16) Running own life, making choices 12345
12345 17) Family relationships 12345
12345 18) Seeing friends, socializing 12345
12345 19) Getting out and getting around 12345
12345 20) What he/she does all day 123485
12345 21) Food 12345
12345 22) Happiness 12345
12345 23) Comfort 12345
12345 24) Safety 12345

s

12345 25) Treatment by staff/attendants 12345
12345 26) Hedth care including dental 12 3 4 5
12345 27) Privacy 12345
12345 28) Overdl qudity of life 12345

2) What is your relative's status with guardianship or conservatorship?
1. Parent or other relative is full guardian

Parent or other relative is limited guardian (including conservatorship)
Unrelated person is full guardian

2.

3.

4. Unrelated person is limited guardian (including conservatorship)

5. Person has no guardian or is own guardian, not adjudicated incompetent

A~

11) How many times, if any, has your relative changed homes in the past year?
times in the past year

Kentucky Self-Determination Family Survey Verson 1.1 Page 4



.2) About how often were you able to visit your relative in the past year?
—~ times in the past year

3. Involvement: About how often do you have the following kinds of contact with your
lative? (Ship this question if your relative lives with you.)

bout how
ften in the
ast year?
Zero if none)

____10a. Telephone cdls (including talking with staff)
_10b. Mall

~ 10c. Vigts a your relaive's home

_10d. Taking your relative out

1 0Oe Program Planning Meetings

~

10f. Consent for medica care

17) Do you know your relative's service coordinator?
1.Yes
2. No

18) How satisfied are you with your relative’'s service coordinator?

Very Dissatisfied In  Between, Satisfied Very
Dissatisfied Neutral Satisfied
l 2 3 4 5

__19) How involved are you in meetings and planning sessions about your relative?

Not a Only a A Far Actively Very Activey
All Little Amount Involved Involved
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24) FIVE MOST IMPORTANT THINGS
In the section below we would like to know what the five most important things are to you
concerning your relative's well-being.

lease read through the list below and determine which of these is the #1 most important thing
to you about your relative's/ward’s well-being? Please write a " 1" next to that item. Then,
please write a “2" next to the SECOND most important thing to you. Please continue
writing numbers up to 5, for the fifth most important thing to you.

‘moortant to You

Assdive  devices

Being kept busy

Being with other people with disabilities
Choicemaking

comfort

Communication
Community  acceptance
Supports  for problematic  behavior
Development,  learning

_ Dignity,  respect

Earn money

Exercise, fitness
Family-like  atmosphere
Freedom from abuse
Friends
Girlfriends/Boyfriends
Hedlth

Home-like place
Integration,  inclusion
Large facility to live in
Love

Medical  attention
Monitoring the quality of services
Permanence of home
Productive day activities
Religion,  worship

Safety

Sdf - esteem

Sdf-care  <kill - development
Sdlf-determination

Stahility

Travel, vacations
Working for pay

COMMENTS
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~~ 16) Please write any comments you have about the Self-Determination Initiative.

27) If you had one wish for your relative, what would it be?

THANK YOU!

Kentucky Self-Determination Family Survey Version 1.1 Page 7



Commonwedth of  Kentucky

Sdf-Determination Feasbility Study:

Provider Interviews Conducted

o Cedar Lake
Louisville,  Kentucky

e Community Alternatives Kentucky-  Bluegrass
Frankfort, ~ Kentucky

e Community Alterndives Kentucky- Green River
Owensboro,  Kentucky

e Community Alternatives Kentucky-  Winchester
Morehead,  Kentucky

e CommuniCare
Elizabethtown,  Kentucky

e Community  Presence
Grayson, Kentucky

e Community  Provisons
Manchester,  Kentucky

e Dreams With Wings
Louisville,  Kentucky

o FEveyday Matters
Frankfort, Kentucky

e Four Rivers
Paducah, Kentucky

e Kaliedescope
Louisville,  Kentucky

e Kentucky River ComCare
Hazard,  Kentucky

o Laud Springs
London,  Kentucky

o Life ills
Bowling Green, Kentucky

Draft and Proprietary



Commonwealth of  Kentucky Draft and Proprietary

e Louisville Divedfied Services
Louisville,  Kentucky

e Mountan CompCare
Prestonsburg, ~ Kentucky

« New Foundations
London, Kentucky

e North Kentucky Community Care
Covington,  Kentucky

e Pathways
Ashland,  Kentucky

e Penny Royd
Hopkinsville, Kentucky

o ResCare
Statewide

« Seven Counties Services
Louisville,  Kentucky

e Straegic Partnerships
Owensboro,  Kentucky

o Supported Living of Northern Kentucky
Covington, Kentucky

e WATCH
Murray, Kentucky



Commonwealth of Kentucky Draft and Proprietary

SHf-Determination Feasbility Study:
State Interviews Conducted

+ Mailyn Duke, Director
Commonwedlth of Kentucky, Divison of Long Term Care

Kristina Reece
Commonwedth of Kentucky, Divison of Long Term Care

Joe Arnold
Commonwedth of Kentucky, Divison of Long Term Cae

Sherry Redman
Commonwedlth of Kentucky, Divison of Long Term Cae

Kevin Lightel
Commonwedth of Kentucky, MHMR Department

Betsey Dunnigan, RN
Commonwedth of Kentucky, MHMR Department

Beverly Collins
Commonwedth of Kentucky, MHMR Department



Commonwealth of Kentucky Draft and Proprietary

SHf-Determination Feasbility Study:
William M. Mercer
Team of Interviewers
e Norm Davis
e Roger Deshaies, Nationd Statistics Consultant
e Rob Hess Provider Consultant
e Michdle Rdiegh, Financid Consultant
e Sam Espinosa, Financid Consultant
e Kely Williams
e Billy Ray Stokes Provider Consultant
e Dick Smith, Provider Consultant
e Tom Schramski, Provider Consultant
e Denny Admenson, Provider Consultant

e Jm Conroy, Center for Outcome Anayss

e Ric Crowley, Consumer Consultant



Actual

) )

Service Cost Distribution

Cost Per Unit # Providers Cumulative %
$ 18.00 1 3.13%
$ 26.00 6 21.88%
$ 34.00 8 46.88%
$ 38.00 5 62.50%
$ 40.00 4 75.00%
More 8 100.00%
Mean $ 33.11
Min $ 1645
Max $ 42.98
St. Dev. $ 7.74

Cost Per Unit # Providers

Cumulative %

$ 2.50 11 20.37%
$ 3.50 23 62.96%
$ 4.50 19 98.15%
More ! 100.00%
Mean $ 3.31
Min $ 2.15
Max $ 9.42
St. Dev. $ 1.04

Wiliam M. Mercer, Incorporated
JA

Behavior Support/Intensive Outpatient

$40.00 8
Cost Per Unit $34 00
$18.06 KN
2 4 6 8 10 12
Number of Providers
Community Habilitation
More: ’
 $4.50
Cost Per Unit
e
$2.50 § ‘ v
5 10 15 20 25
Number of Providers

State of Kentucky
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)

Actual Service CoSt Distribution

Cost Per Unit # Providers Cumulative %
g 1288 3 ;g%?;ﬁ; Community Living Supports

. . 0
$ 12.00 12 73.33% vore
$ 14.00 5 90.00%
More 3 100.00% Cost Per Unit $12.00
Mean $ 11 .00 500
Min $ 6.17 ) ;
Ma_x $ 1782 (1) 3 5 7 9 11 13 15
St. Dev $ 254 Number of Providers

2z
Cost Per Unit # Providers Cumulative % . ) .
3 38.00 3 15 00% Family Home Therapy-Residential
$ 50.00 6 45.00%
$ 62.00 7 80.00%
More 4 100.00% Cost Per Unit %62.00
Mean $ 50.61 $50.00 (WFrequency
Min $ 32.39
Max $ 71.77
St. Dev. $ 12.12 Number of Providers
W,
William M. Mercer, Incorporated State of Kentucky
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Actual

)

Service Cost Distribution

William M. Mercer, Incorporated
JA

Cost Per Unit # Providers Cumulative % 4 _ _
$ 45.00 1 11.119 Group Home Residential
$ 55.00 3 44.44%
$ 65.00 3 77.78% More
more 3 516 22 100.00% Cost Per Unit :Z:OO
ean )
Min $ 3103 $45.00 [WFrequency |
Max $ 67.79 4
St. Dev. $ 11.52 Number of Providers
P V.
Cost Per Unit # Providers Cumulative % ( _ _ ™
$ 100.00 5 35.71 % Medical Items/Services
$ 300.00 4 64.29%
$ 600 .00 3 85.71 % More
more $ D47 322 100.00% Cost Per Unit
ean ) I Frequency
Min $ 32.54 $100.00
Max $ 1,556.70
St. Dev. $ 217.76 Number of Providers
\ #

30of 8

State of Kentucky
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Actual

) )

Service Cost Distribution

Cost Per Unit # Providers Cumulative %
$ 300 .00 7 17.07%
$ 400.00 10 41.46%
$ 500.00 24 100.00%
Mean $ 387.22
Min $ 218.72
Max $ 466.50
St. Dev. $ 69.87

Cost Per Unit # Providers Cumulative %

$ 2400 4 26.67%
$ 2550 5 60.00%
$ 27.00 4 86.67%
More 2 100.00%
Mean $ 24.98

Min $ 21.37

Max $ 28.96

St. Dev. $ 2.31

William M. Mercer, Incorporated

JA

Monthly Support Coordination

$500.00
Cost Per Unit $400.00

$300.00 8 ' llFrequencyl
‘ 10 15 20 25
Number of Providers
Occupational Therapy
More
. $27.00
Cost Per Unit
o
i requen
$24.00 Squenty
6 7
Number of Providers

State of Kentucky
4 of 8 g\kentucky\ActualSvcCostDist.xls



) ) )
Actual Service Cost Distribution
Cost Per Unit # Providers Cumulative % / _ |
$ 25.00 2 15.38% Physical Therapy
$ 35.00 3 38.46%
$ 45.00 7 02.31% More
more 5 = 721 100.00% Cost Per Unit 14;22
ean .
Min $ 1948 s25.00 [ , [Boquency |
Max $ 49.91 1 2 3 4 5 6 7
St. Dev. $ 9.14 Number of Providers
N pY. |
Cost Per Unit # Providers Cumulative % _ )
$ 400 0 00% Pre-Vocational Employment
$ 5.00 2 66.67%
More i 100.00% More
M_ean $ 4.98 Cost Per Unit $5.00 (I
Min 5 4 oo B
ax . ,
St. Dev. $ 0.49 ! 2 3
Number of Providers
. V.

William M. Mercer, Incorporated

JA

5ofa

State of Kentucky
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Wiliam M. Mercer, Incorporated

JA

Actual Service Cost Distribution
Cost Per Unit _# Providers  Cumulative % _
$ 36.00 1 33.33% Psych Services
$ 38.00 1 66.67%
$ 40.00 1 100.00% $40.00 |8
mz; 3 36 440 100.00% Cost Per Unit $38.00
Min $ 32.06 $36.00 8 [mSeriest
Max $ 39.82 1 2
St. Dev. $ 3.97 Number of Providers
A
Cost Per Unit # Providers Cumulative % _
$ 2.00 4 13.79% Respite
$ 3.00 13 58.62%
$ 4.00 6 79.31% More
I\I\jore $ 3 506 100.00% Cost Per Unit :2
ean .
Max $ 8.74 2 4 6 8 10 12 14
St. Dev. $ 2.14 Number of Providers
J

6 of 8

State of Kentucky
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) ) )
Actual Service Cost Distribution
Cost Per Unit # Providers Cumulative % .
$ 21 .00 4 17.39% Speech Therapy
$ 24.00 7 47.83%
$ 29.00 7 78.26% More
more 3 5% 125 100.00% Cost Per Unit zzj'z
ean . :
Min $ 1628 $21.00 |
Max $ 31.20
St. Dev. $ 461 Number of Providers
.
Cost Per Unit # Providers Cumulative %
$ 135.00 8 22.86% Staffed Residence
$ 150.00 9 48.57%
$ 165.00 12 82.86%
More 6 100.00% . $165.00
Mean $ 146 41 Cost Per Unit
Mln $ 109 80 $135.00
Max $ 16667 2 4 6 8 10 12
St. Dev. $ 17.18 Number of Providers
V.|

William M. Mercer, Incorporated
JA

7 of 8

State of Kentucky
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)

Actual Service Cost Distribution

Cost Per Unit # Providers Cumulative %
$ 6.00 5 31.25%
$ 7.00 6 68.75%
More 5 100.00%
Mean $ 7.97
Min $ 4.88
Max $  21.48
St. Dev. $ 3.98

William M. Mercer, Incorporated
JA

Supported Employment

More
Cost Per Unit $7.00
$6.00

M Frequency

4 5 65 b

Number of Providers

State of Kentucky
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Commonwealth of ~ Kentucky Draft and Proprietary
Sdf-Determination  Feasbility Study:
Financial Data Sources
e Rae Schedule as of January 2001
e SCL Waver Manud
e SCL Waver Amendment (Effective 9/1/2000)
e Provider Lig with Clam Information provided by the Commonwedth
e Waver Cost Summary
o Cedar Lake Financid Review On-ste

o Community Alternatives Kentucky, Bluegrass Financid Review On-gte



Actual Service Cost Distribution

New bin # Providers Cumulative % ) ) )
$ 18.00 0 3.13% Behavior Support/intensive  Outpatient
$ 26.00 6 21.88% g 10 120.0%
$ 34.00 8 46.88% 2 s , , 1 100.0%
$ 38.00 5 62.50% g e . ; oo [E=mFrequency |
$ 40.00 4 75.00% 3 ¢ E B B m B |on [—o—cumuien
More e 10000% | 5 ‘ot B B W M ix~
Mean g 3311 $16.00 $26.00 $34.00 $38.00 $40.00 More
Min 1645 Cost Per Unit
Max $ 42.98
St. Dev. § 7.74
New bin # Providers Cumulative % c o Habiltat
$ 250 11 2037% ommunity apllitation
$ 3.50 23 62.96% |4 120.0%
$ 450 19 98.15% g 1 100.0%
More | 100.00% P ] 33:: Em— 1o quency
Mean 3 3.31 g a00% |8 Cumuiative %
Min $ 2.15 § 230.2%
Max $ 9.42 $2.50 $3.50 $4.50 More '
St. Dev. $ 1.04 Cost Per Unit
gews%ré # PrOViderSB Cumulf(t)ivoeo;/o Community Living Supports
. .00%
$ 10.00 7 33.33% ¢ 15 120.0%
$ 12.00 12 73.33% 5 - 100.0%
$ 14.00 5 90.00% g v ' o [E==Frequency
More 3 100.00% I ‘ soon |8 Cumatvo%
Mean $ 1100 5. ol B BN P
Min $ 6.17 $800  $1000 $1200  $1400  Mom
Max $ 17.82 Cost Per Unit
St. Dev. 2.54
- - —
3’5\]628 t())lg # Prowderz Cumu'félvoeof Family Home Therapy-Residential
. .00%
$ 50.00 6 45.00% o 120.0%
$ 62.00 7 80.00% % 100.0%
4 100.00% : ©0.0% | g Froquency
M. 9[46.". 56-6% - ‘é 60.0% | _g  cumulative %
! $ ! § 40.0%
Min $ 3239 , ‘ L : 2o
Max $ 71.77 $38.00 $50.00 $62.00 More
St. Dev. $ 12.12 Cost Per Unit
William M. Mercer, Incorporated State of Kentucky

JA 1 of4 g\kentucky\ActualSvcCostDist.xls



Actual

Service Cost Distribution

New bin # Providers Cumulative % Grouo Home Residential

$ 4500 1 11.11% P

$ 55.00 3 44.44% o 4 120.0%

$ 65.00 3 77.78% 2 . 100.0%

More 2 100.00% £, 30.0% e Froquency
Mean $ 54.62 g 400% | % Cumuiative %
Min $ 31.03 § ) ' 28-02%

Max $ 67.79 $45.00 $55.00 $65.00 Moe

St. Dev. $ 11.52 Cost Per Unit

New bin # Providers Cumulative % Vedical ltems/Services

$ 100.00 5 35.71%

$ 300.00 4 64.29% 6

$ 600.00 3 8571% £

More 2 100.00% ne. g = Frequency
Mean S 24737 g > —&— Cumulative %
Min $ 32.54 § _‘

MaX $ 1 ,55670 $100.00 $300.00 ' $600.00 More

St. Dev. $ 217.76 Cost Per Unit

New bin # Providers Cumulative % o

$ 300.00 7 17.07% Monthly Support Coordination

$ 400.00 10 41.46% . 10 1200%

$ 500.00 24 100.00% § 25 100.0%

g ig xg: Y Frequency

Mean — $ 387.22 o woy |8 Cumuive%
Min $ 218.72 3 5 2&0%

Max $ 466.50 $300.00 $400.00 $500.00 ’

St. Dev. $ 69.87 cost Per Unit

New bin # Providers Cumulative % Occupational Therapy

$ 24.00 4 26.67%

$ 2550 5 60.00% 2 6+  o0.0%

$ 27.00 4 86.67% g s 100.0%

More 2 100.00% £ 3 33: ——F roquency
Mean  $ 2498 [ dwon |~ Cundive%
Min $ 21.37 g . 1 ) N 3%2%

Max $ 2896 $2400  $2550  $27.00 More

St. Dev. $ 231 Cost Per Unit
William M. Mercer, Incorporated State of Kentucky
JA 2 of4 g\kentucky\ActualSvcCostDist.xis



Actual Service Cost Distribution

New bin # Providers Cumulative % )
$ 25 00 2 15 38% Physical Therapy
$ 3500 3 3846% 44 8 120.0%
$ 45.00 7 92.31% g 6 100.0%
More 1 100.00% & 4 ggg: (e roquency
Mean $ 36.72 g ) gg | —®— Cumulative %
Min $ 19.48 5 ) P
Max $ 4991 $25.00 $35.00 $45.00 More
St. Dev. $ 9.14 Cost Per Unit
New bin # Providers Cumulative % pre-Vocational  Employment
$ 4.00 0 .00%
$ 5.00 2 66.67% b3 1200%
More 1 100.00% b 1000%
Mean $ 4.98 % 2 ;'g‘.gt = Froquency
Min $ 458 g ! 400% |8 Cumulative %
Max $ 5.53 § ] 2;}}2%
St. Dev. $ 0.49 $4.00 $6.00 Nore
Cost Per Unit
New bin # Providers Cumulative % beveh Services
$ 36.00 1 33.33% y
$ 38.00 ! 66.67% o 2 120.0%
$ 40.00 1 100.00% g L 100.0%
More $ 0 100.00% g 80.0% (o Seriest
5 ! 800% | _ g Series2
Mean $ 36.44 3 40.0%
Min 32.06 5 [ 2%
. 3. ¢
Max $ 39.82 $36.00 $38.00 $40.00
St. Dev. $ 3.97 Cost Per Unit
New bin # Providers Cumulative % Respite
$ 200 4 13.79% P
$ 3.00 13 58.62% 5 2006
$ 400 6 79.31% g 1000%
More 6 100.00% é 10 Soo  [mmmmmFrequency
Mean $ 3.50 5 5 400% |~ Cumuiative %
Min $ 1.69 § . 20%2%
Max $ 8.74 $2.00 $3.00 $4.00 More
St. Dev. $ 2.14 Cost Per Unit
William M. Mercer, Incorporated State of Kentucky
JA 3of4 g\kentucky\ActualSvcCostDist.xls




Actual Service Cost Distribution

New bin # Providers Cumulative % Speech Therapy
$ 21.00 4 17.39%
$ 24.00 7 47.83% v 120.0%
$ 29.00 7 78.26% 2 100.0%
More $ 5 100.00% g S00%  [mmmmmFrequency
Mean $ 25.12 g 400% |8 Cumulative %
H E 20.0%
Min 16.28 5 : : P
Max $ 31.20 $21.00 $24.00 $29.00 More
St. Dev. $ 4.61 Cost Per Unit
i 1 1 0
$l)lew135b$ #Providers - Cumula’glzv%@)//u Staffed Residence
- - 0
$ 150.00 9 48 _.57% 1200%
$ 165.00 12 82.86% § 000%
More 6 100.00% 2 gg: S Froquency
Mean $ 146.41 g S00% | —w—Cumuiaive %
Min $ 109.60 € 20.0%
Z - + + e 0%
Max $ 166.67 $135.00 $150.00 $165.00 More
St. Dev. $ 17.18 Cost Per Unit
New bin # Providers Cumulative % S 4 Emol
$ 6.00 5 31.95% upporte mployment
$ 7.00 6 68.75% . 0&%
More 5 100.00% % 6 Wo
Mean $ 7.97 g . 2';1322 S Froquency
Min $ 4.88 g 5 400% —8— Cumulative %
20.0%
Max $ 21.48 s "
St. Dev. § 3.98 $6.00 $7.00 More
Cost Per Unit
William M. Mercer, Incorporated State of Kentucky
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Commonwealth of Kentucky
Market Rate for DD Nursing Care

25th 50th Market 75th
Percentile Percentile Average Percentile

State ID State Name

AK

B0 US22 21 RIS 22105 a0 85
$18 52 52049  $20.33  $21.69

,.3.,‘..7}‘.? Lm B3 steo 1997

N/A
BEESITAORES10 10 MRS 10.23 1500;
$1809  $19.31  $1965 521 13
"$1519  $17.20
;mmm

51‘7'94" $19.77  §2010
$19.20 _ 52154

81836

$2228  §28. 20
0T TARIIS 20,95

510, 42 $1084  $§20 64
242 3

$21.41

%1884
S TR0 A

National Da& $20.19 $21.61

Direct Care Compensation Data

Market Rate for DD Habilitation Work
25th 50th Market 75th
Percentile Percentile Average Percentile

$8.25, $9.00,

$062  $10.22

$1002  $1087
s 8

.ﬁsmA -
20.64

Market Rate for DD Personal Support Work
25th 50th Market 75th
Percentile Percentile Average Percentile

Competing Employers
Janitor Food Service Retail Sales
50th Percentile 50th Percentile 50th Percentile

William M Mercer. inc. Confidential

7/26/120014:31 PM
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Commonwealth of Kentucky  Turnover Statistics and Nonstatutory Fringe Benetts pata

New England
Middle Atlantic
South  Atlantic
East North Central
East South Central
West  North  Central
West  South Central
Mountain

Pacific

LNational Average

13.14%
17.48%
21.60%
21.66%
27.49%
18.14%
27.81%
23.771%
16.84%

21.01%

9.50%
18.24%
19.85%
17.23%
30.20%
24.27%
35.33%
23.63%
35.92%

23.69%

23.86%
22.11%
20.83%
28.78%
32.65%
19.03%
32.32%
59.44%
24.94%

27.79%

19.38%
14.66%
23.62%
19.05%
14.24%
16.57%
16.14%
16.80%
18.82%

18.67%

*As a Percentage of Base Salary

William M. Mercer, Inc. Confidential

7/25/2001 4:28 PM



Job Desc.
People First | 0% s“';“u:"‘ Training with SDI *° "C | ConsumerfFamily | - Owned Sites
inventory SD Detinition- CEO SD Definition- Emp Lang. ’“”'m. Principles Princlples tnvolve Hirlng Barrier?
1 Yes; individuals and
| ilies may choose
Aware of basic principles, but at Very limited knowledge Yes Yes Yes Traditional | and/or veto service
Community Provisions elementary  level, v =oor and direct care
staff
) Agency  issues No except for respite &
Like Supported Living Program (peoplg ) Taught Somewhat vﬁgpkci:zgpt. for pay so staff com. Living// agency No
Everyday Matters X gel a certain amountth of morgy?)& they can No  Understanding 9 Supportive | o mar | KnOWS W:O they finds someone else
buy what they wi report to.
An initiative to empower individuals with | nividual has an opportunity to Omershi
. ; p by the
fDD tc;] crea}e a qgahty qlajlllle trr:ey desire participate in the hiring process fo Marky sttaﬂ would ageney is a ba"ie';;
or themselves. Systemically, the waiver person. Direct Cae workers ! ke to see Not  happeni it artmen!
CAKY- Winchester NOTES | system has to allow individuals and  their st:::‘uld be in theD mindset that they ¢ | O Famiiar Yes Unsure | change and are appena iss::e"?,ﬁmpmn 1o
Cl?oed of SUI?Oﬂ to useh M?d'(f_ai_?j "‘ﬁ‘/i"er 4rg there to assist this individual t@ ready for it consumers
unding to best meet the individual% lead 2 full and ive life,
needs. full productive i
Laure! Springs 1 .
Al the way to residential staff. Brochure/ 53 Survey Yes: individual
Choice and says0 about ther own fives, | required PCP training, inservice ¢t hoursof | completed: thay arent or others aig and | parent or others ai'®
reasonable funding  streams, outcomes. “ISP pIOcess Vely | yor Famitiar Yes ofientation | have seen major | Traditiont ¥ | ¢l o Shchiders
Life Skills X responsibility and accountability, person | person centered, regulations for including | improvements in mortar. :
first, rel essional control | SCL t pure PCP and needs video this area ’
st. release of prof DfW?"be
o be changes.
’ . o Becoming more
The money is with the person and they | Freedom of Choice and the abilitly Yes Yes Yes Yes Tradition® | invotved in process.
Louiseville Diversitied Service s make the choices. to choose among al providers.
North Kentucky Community N X
care _
No with exception gf a
Moderate knouledge of priciples, use ited knowlegde YES Tes at all levels No few choice providers
Pathways PCP and some choice ::i :moes& . Limit under  SCL
support coordination.

William w  Mercer, Incorporated



i First Org. Support | Orientation Teaini th Job Desc.
Peopl alning with SDI  with SD Consumer/Family Owned, Sites
invent SD Definttion- CEO SD Definition- Em People First | with SD | T iers
ory De p Lang. Lng. Principies Principles Principles Invoive Hiring Bai
Exec Dir.: Not mmaﬂg E"OY:"T‘;ZE to
familiar; N Emorace .8 \
i P tamiliar with the Embrace mdlvuog&al <l ou%g but | Yes; there would b
individual. individual Employees have litle # any | gescribed it as 1% concepts but i
Penny Royal ) I E'm'm M":’::ﬁ%ﬂ;'”‘:ﬁij Ie;in::‘o knowledge d SO, familar ih | pureaucratic boll | M TEmOving | ™| concepts but not options are Imieq; | S0Me operational
) . philosophy of choice. 2 political labels” and the language Ombudsman on issues
comectness demeaning contract to help
language resolve  disputes.
Absolutely. As control and
responsibiity woufd rest with the
Ensuring that each parson who seeks person/lamily the direct care worker Control of personal
supports and servicas has the control to | would need to understand and Inconsistent money is an issue.
choice what. when, where, and who, This perform to expectations of me with job Many people are
ResCare includes control of financial resources, person Who has hired them. In Yes Yes Yes Yes dasc. And | Sporadicaly involved | Iving in situations
"staffing”, housing, and all other facets of | addition, me direct care worker performance that are on the edgi
life currently influenced by slots. funding [ would tuly need to understand evajuations or beyond their
inflexibility, etc. supporting me person in their daiy means.
life versus directing the life as they
want me person to live.
Seven County Services
Choice & control over services &
supportive emphasized in stafi-
Meet participants needs, rather than our origntation. Qutcome  training May choose from
. value system; consumer choices services | provided in cooperation with DD Followed-up in " 4 -
Strategic Partnerships & supports; not simply fit in slot or Council.  Sell-assessment in 25 Yes practice Yes Yes Traditional prowderﬁ It at any No
program categories used preliminary to me.
developing person-centered plan
(isP)
Supported Living of North KY
WATCH
They do PCP which is individually driven - Implicit in ) .
CAKY- Bluegrass and this is refayed 1o stafl Limited  knowledge Yes Yes Yes Yes Jescription Dccasionally involved
People determining what seices thay Shared with all employees. A
get. who they live with. where they live. | recent all day retreat focused on "
Dreams With Wings what they do, and what they spend their [SD and other issues d philosophy. Yes Yes Yes Yes Traciionial Yes
money on. Unity d purpose is important,
- - No, but family &
Senior management is aware ot Me ' ; :
Codar Lok ""”‘“"""“;‘?ihw concepl, butnot yel | o iofes of SD. Direct Care staff No No No No No  [goomumer Pod ®
. re.
have not yet had much exposul decision making.

Wiliam M. Mercer, Incorporated



Needed " BOD Consumer | Facliitating
Budget Migsion | Org. Structure for | Nee: to suppo! Support of ; Influence in| Plannning
Pay Rate Benefils Knowledge tied to SD sD sD BOD Awareness SD Happy or Outcomes Planning Mig.
.
Community - Consumer
$13.500 DC Depending on the
Four Rivers BH (notes) $20,000 Sup | Compatitive uv'wj:“"' Yes Yes model that is rolled Yes Yes Outcomes being  measured cm::lt‘e Consumer
Coor out. cont
Habilitation Staff
Accounting  system ComCare
. i i Yes Yes Measurin H responsible N O
Kaliedescope $8.50 - $9.00 | Exceftent Direct Care intemal/ Yes Yes would support S g Happy ’or: ans
100% L . Br High_Tever of
New  Foundations $6.50 « 8.00 | o rance Supervisor Staff Yes Yas Yes Yes Both influence [Support Coo’
25% or less
‘Need 0 get more ha\ge active
Direct Care not involvement  outside involvement
Decent; interested,  evert the agency, need tof . majority know Mission Use James Gaden ‘The fo famifies; Consumer .
Mountain  CompCare cam begin at Decent middie Yes Yes make changes to ' about SD includes SD Council'self study on they are In famly_ never
minimum management N0 ‘d‘d‘efj ‘W"d"' statements outcomes. control of facilitate
interested. individualize who they
budgets want  them
Kentucky River Com Care
Fits : Not measuring outcomes/
Direct Care; Not nicely, Minor management/ limited budget then real
CAKY- Green River recent increase happy  with supports Yes training/ budget Yas Yes choices ac not always
SNAP tool core development ible
values
Minimal: ~ PCP;
CommuniCare Direct Cam Yes Yes Limites Yes Both provided to [ Sup Coor.
individuals
Problem with
Community Presence Direct Cam Yos tamilies Happy Consumers | Sup Coor.

William M. Mercer,

Incorporated




Budget Internat Budget | Mission |Org. Str for| Needed to 8 n BOD Consumer | Facilitating

udge! nternat Buf - UPPOT  BoD Awareness | Supportof |  Happy or Outcomes | Infi in| F !
Pay Rate Benefits tac ” id

Y K K hd tied to SD so so SD Planning Mtg.

N " Heaavy .
Community Provisions Direct Care Direct Care Happy \nvolvement Service Coor.
P re then
Everyday Matters aynrf‘:ceare
) The agency may No: Measure goals and More control is
Pay much |Benefits much ’

. . Sy, only provide §0mMe standards of other people needed. Some

CAKY- Winchester higherin | greaer i Coorgmrs he Yes waiver services and Unknown 1ot of the individual No tamily

o Voot not all services. themselves involvement.

taurel Springs
Yes; h th
ingEtIY bglow i supervisors  and capasiiy bz\;e wozld Need @xtra training/ Yes- included in vision
lfe  Skills market;  Direct Prouﬁn an ang. | oo rvice coor. | adminstatt,not [Y e s Yes need to adapt billing they are avae |0 training stat 1
cam :7.75 per| 1% Bonus direct care and information emen
our. System
highest  senior . As much as
Louiseville Diversified Services mganagemem al stall Yes Yes Yes Yes Outcomes  beng  meastred | o apooee | SUP CoOF.
North Kentucky Community
cam
Program . Consumer
Pathways service coor. Directors a Limited Knowledge Outcomes being measured [ Choice in sup Coor.
Managers Living

William M. Mercer, incorporated



L BOD Consumer | Facilitating
Budget internal Budget | Mission [Org. St for, d to support o oy
Pay Rate Benefits BOD Awareness | Support of Happy or Outcomes in{ P g
Knowledge Knowledge |tied to SD SD SD sp Planning Mg,
Not aware of the
Regional goals Yes; “busy words” but
g " L Use customer survey lorms
"™ Known top to are published |everything More resources are policies and - Y
Penny Royal Competitive Excellent bottom and available as | focuses Yes necessary. procedures are provided by the Mer]taj
*open” book | on choice impticit rather than Health Corp of America
explicit
Organizational i t
direct supervisor change depends on rr?:aas:}xn assestsmen ool d
ResCare $6.50 - $9.80 | competitive |of the direct care] Home manager Yes Yas the service Yes Yes ot 9 s%l:iscf?irgt?sn tanl
staff requested and customer 00|
nalional  trends. measuring  happy.
seven County Services
More  training Chain of
Direct Care needed,  clarify comenand
’ ) Comprable with staff can not . expectations, need
Strategic Partnerships r service coor. billing ~ clerks No Unknown would need | Measured to some extent
area afford health to comply to 1o bein
care. regutations, need s
corporate support pport
Supported Living of North KY
WATCH
CAKY- BI Limited Limited
- Bluegrass Know Corporate Yes Yes Corporate ~ level Kknowladge Both ISP process | Sup Coor.
seivety | ot
) Senior More infrastructure encouraged
Yi Yi
Dreams With Wings Most employees | . gement es s support Yes Yes Outcomes to attend and cotltroV
participate | Ypically
provider statf
Need to know | Need to know Limited .
Cedar Lake basi basis No No Unknown Happy nfluence Senior  staft

William M. Mercer, Incorporated



participate/ change
in overall attitude

Flscal -
Community
) diary/ Community Org | Provider Changes for
n b L g Stat fi
Financial  Control? Service | Reflect SD Ora, :;’:pm Change For 8D sp? e Changes for SD?
Brokerape
. " Change in stall to . P
Limited; consumer Yes in od s:rl:::lcs. Currently good | accommodate personal Regal;tl;)gsn eedmda rrclgggognm
Four Rivers BH (notes) has choice in ELLMFFC Not sure relationship with | budgeting, need to work L o 9
. ng grants, House " . depending on model, slow
provider Program Bilt 144 community Cloder with other evolution  process
r0Q organizations P
. embrace persons with
More partnership e P
among providers, Ofter competitve d"s;:g:;e;:i;"dmma‘ S
Kalledescope No No Yes rking together to [employ & supporti  community,
reach goals of o X offer sensitivity training,
indivudals yme employ their own self-
directed principles
High level of Provider relations
New Foundations invol 1 Brochure No n 1o improve.
N The standards that are
4§ individual Yes N currently being used need
budgets; materials How does the provider lo be more flexible to
Not much agency has a Need work in | More education support the existing |
Mountain CompCare involvement | coordinator ot mms'g',lem this area. needed system while changes ‘fg‘f:ept:f ditc;];nr%ii d:‘re:d
suppotted | o ohure are being made? training with famiies,
fiving transportation  changes.
Kentucky River Com Care
MR/DD
involvement )
Not really/ |very strong in [ Minor changes/
CAKY- Green River changes are SD/f those on | aready working
needed |mental health together
side are very
weak.
Need lo be more flexible
Pay for employees, | with the curent system in
No No No No trainging needed for SD. | allocating resources. need
CommuniCare transportation issues o follow through with
proposal of pilot.
Having a good
N No: attltude'"z'and u:”"m training of all staff, Limited flexibility and
Communlty Presence No 0 updating| No wiking consumer, parents availability of funds.

William M. Mercer, Incorporated




Fiscal
Community :
inmtermediary/] Marketing Community Org | Provider Changes for
Financial Control? Servi Reflect SD Org.::)ppoﬂ Change For SD sD? State Changes for SD?
Brokerage
Community ~ Proviglons No No No  |Local schoois| o€ fraining and Resources support trom DMR and
education more resources
Everyday Matters
Allow indvidual contol ot
tunding, shit to indvidual
Davelop centered process,
Partnerships in advocacy resource needs
SO Advocacy bty - :
oder for  individuall 3 . to be available, provide
GAKY- Winchester No No Unknown vorg of tobecome | Prilesophy Change | © % s, n‘;ed "
ermont integrated i the begin thinking ‘out of the
c-nity. - box* and "raise the bar. an
action pan needs to be
developed
Laurel Springs
Pamphiets:
SCL
brochurd/ | ancon, Improve
Life Skills P e | GARF, TASH | communication with
N ast), AAMR | other organizations.
stories/ (past) other argan
monthly
colurmn
SNAP tod needs to
Lack of providers ad | change, more taning of
Loulseville Diversified Services: No No Yes Yes mat choice, SD to families. consumers.
c-nity
North Kentucky Community
. Budget bamgrs, necd heavy caseloads and
Cultural barriers. | more informaion ~ and .
. . - budget barriers, need to
Pathway8 No control No No Yes family perception | training,  knowdedge  fromn rolax rules, morg viste
reflects caution other states W SD N
support fole
programs

William M. Mercer, Incorporated



Flscat
. Community .
fintermediary/ Marketing Community Or
Financlal Cont . y Org | Provider Changes for
clal Contral?|"™"eorice | Refiect SO |°™ ;tll)ppon Change For SO 7 Sete Changes for SD?
Brokerage
KARP,
National
Councif of |
Penny Royal Brochures | Mantal Health| Unknown & this
Centers time.
supports
principles
Yes .
s More  networkint
ResCare considering |KARR, AAMR, and partn elshipgs
changesforf  ANCOR | iy e communi
more SD ty
Seven County Services
Strategic Partnerships
Supported Living of North KY
WATCH
State Guardianship with
- i nr| limitod caseload, reconcile
X s mm-< training  naeded .
CAKY- Bluegrass No Mo Yes Ye# allgim?ofved support and eligibility
criteria with concepts of SD|
) General lack of | TeMpieal assistance in
! no | O | farmity avareness | working with individuals
Dreams With wings Problematic No ] ""df;i about concepls and| M&pae  chllenging
undraising | 4ices available behavior
Underfunded gY5tem.
Family Lack of famity' A needs 1o establish and
’L cedar Lake No No No |forums, social aw::messy Lack of trust with State, | ..., shrough with pitot
events prog

Wiliam M. Mercer, Incorporated



#

] )
#of ) Private/ ¥ Turnover A | Bud . Total Waiver %
Inventory Consumers Region NonProfit Services Locatlons Employeegmpl;;.yee Emp::oryee Rate nnua udget/Service Budget Funding
Residential 21,  Com.
Hab. 60-70, Respite ) §1 .OM SCL. $385K St. Gn. 1.94M
Kentucky River ComCare 90 Hazard Profit .o, sup. Employ2, 12 50 0 50 50% Funds, $555K Grants $1,
Sup Coor. 90
Laurel Springs
CH $446,298, Sup Living
$301,190. Ind sup
Earlly  Intervention $232.507, Reg. Sup Coor.
250, Respite 100, CH $225,000, Crisis $152,993,
190, Sup Living 31 Sup employ $133,200,
Life Skills 700 Bowling Green Non-Profit  Ind. sup 40, sup 12 157 34 123 49% PASRR Spec Sew. $7,943,195 39%
Coor. 260, Crisis 35, $130,744, Gmup Home
Sup Employ 30, Sup $103,000, Respite
fo Corn. Living 75 $95,000, Early Intervention
$61,000, SCL $3,126,145,
DVR  $200.000
Day Program 50.55
Louiseville Diversified Services 300 Louiseville Non-Profit  Work Crew, 190 13 65 10 55 $2.2M 45%
Comp. Employ
North Kentucky Community
Cant
Early !ntervention
375. Corn Hab 160.
Pathwavs 600 Ashland Non-Proft  Sup Employ 45. Corn 20 240 $6-7M
Resid 39, Sup Coor,
Sup Living, Respite
Penny Royal
Family Home 50,
SCL 560., Impact
Plus 20. ICF/MR 136,
1200 % 7™M .5M
ResCare 700 Statewide Profit Group Home 6 190 335 665 60% 4 $36
Employ 400, sup
Coor 400

Seven County Services
Strategic

Supported Living of North KY
WATCH

Witliam M. Mercer, Incorporated

Partnerships



[ ] T ) %
Turnover otal waiver %
# of Private/ ices ! 4 lo! Emplo Annual Budget/Service .
Inventory ¢ongumers Region NonProfit Serv Locations lEmployeelEm':,"."ee ':-Tm Rate Budget Funding

First Stegs 319.. Sup
Living 53, CH 40 40 10%

Four Rivers BH (notes) X 700 Paducah  Non-Profit faciliies, Sup  Employ
50

Corn. Hab 5,
structured day 90.

OT 10, PT 6. ST 12, 37%- 2000 1,174 96.40%
Proft  Counseling 10, Sup. 1 3 8 25 18% YTD $1,1743%2

Coor. 5, C&e Mang.
10

Kaliedescope X 95 Louiseville

Sup Coor. BH, PT,

New Foundations X 5 London Profit  OT, Sup Employ, CH, 3 10
Staffed Residence

Com Day Program,

i 0
Mountain CompCare 300 Prestonburg Non-Profit PreVoc Sils, 70%

~

CAKY-  Winchester

CAKY- Green River OL) I oo

CommuniCare X 600 Elizabethtown Non-Profit

Corn. Hab 256,
Residential 49
X 20 300 $15M $6M
Comp Employ 15
Sup Employ &

Residential 23,  Pub
Sch 20, SCL 4, Sup
Community Presence X 23 Grayson  Non-Proft  Coor 6, Com Hab, 6 65

Therap Child Sup,
Crisis  Stab.

Supported  Living 6.

In-home support

Respite, Sup. Coor, 4 13 $800K
Corn. Hab., BH
Support, Spch

Therapy, OT, PT

Cummunity Provisions X 9 Manchester Profit

Residential 14, Corn
Hab. 16, Respite 2,
X 18 Frankfort Protil Corn. Living 3. BH 7 26 6 20 25% $1.2M $12 M 100%

E Matter:
verviay * Support 3, Sup Coor.
15

William M. Mercer, Incorporated



# of
Inventory Consumers

Region

Private/

NonProfit Services

Sup Coor.,

#
Locatlons

¥
Emmoy”l:’m ployaa Employee

#

PT

L]

T

Turnover

Total
Rate

Annual Budget/Service Budget

Waiver %
Funding

CAKY- Bluegrass X 63 Franidort

Dreams With Wings X 19 Louiseville

Cedar Lake X 150 Louisaville

Wiliam M. Mercer, Incorporated

Residential, Com
Living Sup. PT, OT,
Speech, Com Heb,

Sup Employ,
Respite, BH Manage

Profit

Stalled Residence 4,
PT Stall Residence

4. in-home Searvices
Non-Profit 3. Outreach/Leisure

10, Employ Services
2

Residential 76.

Group Home 16, Sup

Non-Profit Living, Indep. lelng.
In-home Sup.

22

16

125

13

200

13

200

$29M

$800,000

$8.0M



ICF/MR 9% Private %  Owned Leased Effective  Mission Business §BOD BOD Makeu Advisory Satisfaction outcome
Funding Funding Locations | ocatfons Entry Pay Benefits  £eon. Date Statement Plan P Board survey survey
$13,500 DC Family
Four Rivers BH (notes) 40 0 $20,000 Sup Competitive Yes Yes Yes members, Yes Yes
Coor public leaders
health,
disability, . vae,
sick, profit SOD
Kaliedescope 3.66% ! 0 $8.50- $9.00 share, 90 days Yes Minutes 2 Owners Yes Yes Yes
vestment
period, bonus
100% Owners,
0 Pastor, Currently
New Foundations 2 1 $6.50 - $8.00 Insurance, Yes Yes YeS | awyer, MD, No developing
Vac. Parent
Mountain CompCare 2 5 Competitive Decent Yes Yes Yes Yes Yes Yes
CAKY- Winchester
CAKY- Green River
CommuniCare 15 5 $6.00 27% Yes Yes Yes  26Members N o Yes/ Annual ISP Tool
P 6 0 Yes Y Y Haugﬁ?s Parent Sat. No
Communit resence es es
’ Committee Survey
Cummunity Provisions 0 4 Yes Yes Yes No Yes
Quality
Sick Vacation Attorney, Improvement
Everyday Matters 0 7 $7.50-$8.25 . ' Yes Developing Yes: 5 Parent, No Yes Plarv
ryday Dental, Health Consumer Outcomes on
Safety, etc.

William M. Mercer, Incorporated



ICFMR % Private % Owned Leased Effective  Misslon  Business 5o gop pakeyp AdViSOry  Satisfaction Outcome
Funding Funding Locations Locations ="/ P&/~ Benefits gy pate Statement  plan P “Board Survey Survey
No C’(\elnotér,acscer?\(:inegut Quality
Kentucky River ComCare 5 7 $7.50 Yes Yes i5ppl.  Consumer, No " urance
; questionnaire
No Family Measures
lyear
Laurel Springs
Yes; Vac,
Sick.  Health, DMR & SCL
Life Skills 24% 37% 6 6 $7.00 » $725 Bereavement, Yes Yes Yes No Yes review OA
LTC. Personal. plan
Retirement
Family,
community,
Louiseville Diversified Services  45% 10% Yes Yes Yes leaders from No IDS Tool IDS Tool
community
North Kentucky Community
Care
Pathways 12 6 Yes Yes Yes No Yes IPP
Penny Royal
Health, 401K, Owners, Each CAKY
Sick, Vac., 6°moml'l|s Community  has g:zl':a‘
ResCare $1OM $360K 4 $6.50-$9.50 Hol, LTD, Life, xcep Yes Yes Yes Members, Consumed Yes ty
health 3 Assurance
Dep Care, " Founder. Family
Dental CEO Council

Seven County Services
Strategic Partnerships
Supported Living of North KY

WATCH

William M. Mercer, Incorpotated



ICFMR % Private % owned Leased Effective  Mission  Busi: Ma Advisory  Satisfaction  Outcome
Funding Funding Locations Locations Entry Pay Be Ben. Date Statement Pia BOD Makeup Board survey Survey
Human " Measured
orporate N Corporate Office
CAKY- Bluegrass 0 22 Yes Level oomt:“ Measures du‘;irr;?m }:(.;:P

Owner &

Dreams With Wings 4 Yes Yes Yes Family No No No
Wing Members

Parent
ceder Lake 7™ $IM 16 0 Yes Yes Yes Membership No Yes No

William M. Mercer, Incorporated
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Commonweainn of Reiuury

“« P mse——— - -

Other

Format . )
Planning Planning Format for A Community Provider
for Marketing Marketing self-Advocacy
Involvement Organizations
Planning Facilitator Finances Finances Forms rga
Consumer
i tes] hanheOice'pmvt"iter Brochurs  Public Forums Hﬁiﬂoﬁ Sm’mm m?caﬁg' House Bill 144
Four Rivers BH (notes) Consumer guardians roc p : N sure of current
have too status
much control
Broch KAAD/KRA/
rochure/ . Coalition ~ for
Word of Headliners! )
Kalledescope Yes Sup. Coor No No No No ; ) Choice/ NCIL/
Mouth/ Justice For Ail ) A
Website Voice of Retarded/
BIAK
Consumer Brochure/
New Foundations Agency involve word of No No No
ment Mouth
Mountain CompCare sup Coor Sup Coor State Format Brochures No No
CAKY- Winchester
CAKY- Green River
Sup CoorJ
CommuniCare Consumer No No Brochure No No No Yes
Influence
Agency has
Community Pregence Yes Sup Coor. No No Brochure  waiting list of 20 No Yes No
clients
Brochure/
Management/ word of
A ) local Protection &
Cummunity Provisions Yes ?::V')\'mf:::ty Service Coof. No %?a%n Py No NC Advocacy
fmvo community
leaders
Support Consumer
Slate  Coordinator/  with g fitti@ Brocure/ -
Everyday Matters Form&  Circle of  control but C;""’C“ Letterthu | ““"’a's'm""‘““ Booksv em"" ;’:“"V No AAMR/ANCOR
Oown Form Friends/14  not close to State age
Guardians MI.

Wiltiam v. Mercer, incorporated



Format ’ . Other
Planning Planning ~ Format for ‘ Community AL Provider
o pocumator  Finances  Finances netng  Marketing tvolvement ~ >°/"A4Y  organizations
Planning Forms
Maopi Aimed at %?:keﬁnf TV/ Special Consumer on
Kentucky River ComCare apping services not Olympics/ Show No WaitingList AAMR
Forms fund Word of training Commi
Mouth/List mmittes
Laurel  Springs
Public  Service
Reviewed Annoucement, ARC's/ ANCOR/
. ) Newspaper, Annual  Picnic, KARR/ KY
Life Skills ISP Sup Coor . with SL, 1SGTool Brochure Radio. Schools,  Open Houses No Disabiity Counci/
onsumer Healh  Fais, KARP
Word of mouth
Choice of o i
) cost Brochure/ Website/ . Assoc. for  Providers
Involvement Famil . CRC (Council for
Louiseville Diversified Services  Yes oo g iy Worksheet  Family  Fundraising/ TV Day of Caring/ Retarded) of SlipA R!'-:__Tploy/
Coof Lead for SCL Handout & Radii
North Kentucky Community
Care
Protection &
Paid Advocacy/ Famiy  Disbility Day @
Facilitator/ Broch N Job Fairs/ ds) Support  Groups# County  Fair/
Pattways Support No No rochure e\nélspaper ahs No Sel Advocacy auctions/ tamily
Coordinator public. speeches Groups currently outings
oxist
Peny  Roydl
Provider ~ Fair/ - .
Training/ ~ Special KARW ANCOR/
internet/ Letters/ AAMR/ multi
Coor. Unknown State Format  Brochure Olympics/ Walk A ARC ple
ResCare Yes Swp vv:rzs&apm/ - s

Seven County Services
Strategic Partnerships
Supported Llving of North KY

WATCH

Wiliam M. Mercer, incorporated
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Commonwm Kentucky

)

| WIS pew N, i @ meree g

Other . Provi
Format Planning Planning  Format for Marketing Marketing Community self-Advocacy o ::\lnzdaet:om
for Facilitator  Finances  Finances Forms Involvement g
Planning
10 Community
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Center For Outcome Analysis National Baseline Data

Over the years, COA has been responsible for visting, monitoring, and interviewing more than
40,000 individuas about thelr qualities of life and satisfaction, including more than 6,000 who
have moved from inditutional settings to community homes. The following table illustrates the
magnitude of our person-centered evaluation work over the past 20 years.

Quality Tracking Activities Conducted by
COA since 1975

| #ofPeople | #ofYears | | Surveyed | Family Surveys

 Location | . Visited | © | #of Visits | (@ 70 percent) Mailed
AZ 220 1 220 154 154
AR 500 3 1,500 350 1,050
CA 2,240 4 4,051 1568 6,272
Co 350 2 700 245 490
CT 1,330 5 6,650 931 4,655
FL 1,500 1 1,500 0 0
GA 500 1 500 350 350 |
HI 120 1 120 350 350 |
IN 300 1 300 210 210
LA 650 9 5,850 455 4095 |
MA 260 2 520 182 364 |
MI 850 1 850 0 0
MN 80 2 160 56 112
NH 606 4 1,400 424 1607 |
NH (S-D) 410 5 410 287 287
NJ 690 3 870 483 483
NY 1,250 2 2,500 0 0
NC (TS) 1,100 5 5,500 770 1,540
NC (S-D) 40 1 0 0 0
OK 3,700 5 18,500 2,590 12,950
PA (PLS) 1,156 15 17,340 809 12,138
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PA(INST)| 4,400 4,400 3,080 3,080
PA 1,812 1,812 1,268 1,268
(WAIVER)

PA 600 5,400 420 3,780
(PHILA)

PA 200 200 0 0
(BLAIR)

PA 20 20 0 0
(DELCO)

WASH DC 200 200 0 0
NCS 15,035 15,035 0 0
TOTALS | 40,119 96,508 14,083 55,325

Abbreviations. NC (TS is the North Carolina Thomas S. Longitudind Study. (SD) aways
refers to the Robert Wood Johnson Self-Determination Initiatives. PA (PLS) is the Pennhurst
Longitudinal Study. PA (INST) is the 1988 round of visits to al people in public ingitutions. PA
(PHILA) is a series of visits to non-Pennhurst class members in residential settings in
Philadelphia. PA (BLAIR) is the Blair County Quality Tracking Project related to self-
determination. PA (DELCO) is the Delaware County Self-Determination Evaluation. NCS is the
Nationa Consumer Survey of people with developmental disabilities, performed in 1990 under
congressional  mandate, which was an extensve survey of satisfaction as well as integration,
productivity, and independence.

At present, COA is conducting longitudinal data collection and analysis projects as follows:

Connecticut, Ohio, and Pennsylvania — tracking specia education labeling, placement, and
expenditure patterns for more than 600,000 individual students over as much as ten years.

Kansas ~ tracking the outcomes of closure of one menta hedth and one mental retardation
ingtitution.  Client: Kansas Developmental Disabilities Council and Legidative Oversight
Committee.

Cdifornia — tracking the quaity of life impacts of the Coffelt settlement on 2,000 people
over a 5 year period. Most of the people are moving out of ingtitutions. Client: California
Department of Developmental Services, and the California Superior Court via Protection and
Advocacy, Inc.

Connecticut = performing longitudina analyses of speciad education labeling and placement
practices, including racial and gender bias, for 63,000 children over an eight year period from
1987 to 1994. Client: Connecticut Developmental Disabilities Council.
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Horida - collecting basdine data for longitudinad <udies of changes in Developmentd
Services Indtitutions and the ICF/MR program. Clients. The Advocacy Center and the
Depatment of Hedth and Rehabilitative Services.

lllinois ~ studying the outcomes of out-of-home placement services for annua samples of
250 to 500 foster children, their caregivers, and their biologica parents. Four years of the
dudy have been completed. Client: Illinois Department of Children and Family Services, via
subcontract with Wilson Resources Inc.

New Hampshire — evduding the sdf-determination project’s outcomes for 170 people with
disabilities over 5 years. Client: The RWJ and the Department of Mentd Hedth and
Developmentd  Services.

New York — assessing consumer and family satisfaction with hedth care and related services
for 1,200 people with developmentd disabilities over a five year period during movement
from ingditutional to community based care. Client: the New York Divison of

Developmentd Disabilities, via subcontract with Columbus Medical  Services.

North Carolina - sudying the effects of indtitutiona reform and community placement for
1,100 people affected by the Thomas S. Consent Agreement. The Thomas S. class members
have both mentd illness and menta retardation, and most were placed in psychiatric
hospitds by the judicid system. Client: Thomas S. Section Office, North Carolina Divison
of Mentd Hedth, Developmentd Disdbilities, and Substance Abuse Seavices, via
subcontract with Universty of North Carolina a Charlotte.

Oklahoma - design and ongoing andlysis of a quaity assurance monitoring system that has
covered 3,700 people for 5 years, and is expected to be permanent. Client: Oklahoma
Department of Human Services, Developmentd Disabilities Divison.

Pennsylvania - obtaining and andyzing 2 years of Medicad pad clams for a random sample
of 8,000 children digible for EPSDT sarvices. Client: Public Interest Law Center of
Philadelphia, as part of discovery proceedings in the Scott versus Snider case in Federd
court.

Nationd evduaor for a grant from the Adminigration on Developmentd Disabilities to
advance and heighten sdf-advocacy involvement in problems relaed to the crimind justice
sysem. Client: Public Interet Law Center of Philadelphia

Nationd evduaor for a grant from the Adminigration on Developmenta Disabilities to
advance and heighten sdlf-advocacy involvement in problems related to the crimind justice
sysem. Client: Public Interet Law Center of Philadelphia

Projects completed in the past by COA principads include:

The desgn and andysis of the 1990 “Nationd Survey of People with Developmentd
Disabilities” mandated by the Congress. (This study was the largest such study ever
performed and included over 15,000 face to face interviews);
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The Pennhurst Longitudind Study (which is the nation’s best known research on the effects
of deinstitutionalization on 1,100 people with severe developmenta disabilities, 15 years and
gill - ongoing);

s The Mansfidd Longitudind Study (in Connecticut, 1,200 people, 4 years); draegic planning
outcome studies over 3 years in New Jersey, involving more than 500 service recipients;

Tracking the life trgectories of 600 young people in Louisana over 10 years as pat of the
Gary W. auit initiated by the Children's Defense Fund.
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Center for Outcome Analysis Sampling Methodology:

The sampling methodology used by The Mercer Team is included in an aticle published by Dr.
Conroy, “Conroy, J. (1995, January, Revised December). Reliability of the Personal Life Quality
Protocol. Report Number 7 of the 5 Year Coffelt Quality Tracking Project. ” Submitted to the
Cdifornia Depatment of Developmentd Services and Cdlifornia Protection & Advocacy, Inc.
Ardmore, PA. This study of the reliability properties of the PLQ Protocol has investigated test-
retest, inter-rater, and interna consistency for many of the most important outcome indicators in
the package. The results have shown that basc demographic information and Smple quaity
items are being collected accurately. Furthermore, most of the magor indicators and scales
display extremely good reliability characterigtics. The scdes of adaptive behavior, chalenging
behavior, and choice making are particularly strong.

The way the study was designed produced very conservaive estimates of reliability, because
test-retest and inter-rater aspects of measurement error were combined. However, it was possible
to separate the test-retest from the inter-rater aspects to some degree, following the advice of
Devlin (1989). This approach led to three indicators for each important scae:

. The raw correlaion, in which test-retest and inter-rater sources of error were combined:;

. The pure tedt-retest correlation (where respondents at Timel and Time-2 were identica);
and

. The pure inter-rater correlaion (calculated by a formula that presumes that any error not
due to indtability over time must be due to lack of agreement across respondents).

The following table summarizes the results of these anayses.

SUMMARY OF RELIABILITY FINDINGS

Raw Same

Correlation Respondent corrected
Dimension (Confounded) (Test-Retest) (Inter-Rater)
Adaptive Behavior 0.973 0.996 0.977
Challenging Behavior 0.866 0.999 0.867
Choice-Making 0.859 0.983 0.876
Reported Progress on Goals 0.620 0.668 0.952
Day Program Hours 0.696 0.932 0.764
Earnings 0.668 0.999 0.669
Integration Scale 0.440 0.446 0.9%4
Quality of Life Then 0.765 0.835
Quality of Life Now 0.757 0.963 0.7%4
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The two columns to the right represent the ‘pureé estimates of tedt-retest and inter-rater reliability.
The results are generdly very high, indicating acceptable relidbility of most of the measures. In
addition to the scales represented in the table, data on developmentaly oriented services
rendered appear to be reliable across time and Vistors.

There are two problems, and both are in the test-retest area. The Reported Progress on Goals
does not seem to be as stable as other measures over time (test-retest .668), dthough it is
apparently strong on the inter-rater measure. The second problem is with the Integrative
Activities scae, which displays exactly the same problem. Further work with these scales in
community settings will be needed. Greater variety in types of class members, types of lifestyles,
and types of respondents will be necessary to adequately test these two scales and ascertain the
causes of any psychometric weakness.

In summary, this study has supported the inference that the Coffet project data are generaly
being collected accurately, objectively, and reliably.

. Conroy, J. (1980). Reliability of the Behavior Development Survey (Technica Report 80--l).
Philadelphia Temple Universty Developmentd Disabilities Center. Found reliability of the
behavior scaes to be above .80, with adaptive behavior even higher.

. Conroy, J., Efthimiou, J, & Lemanowicz, J. (1981). Reliability of the Behavior Development
Survey: Maladaptive behavior section (Pennhurst Study Brief Report No. 11). Philadelphia
Temple Universty Developmentd Disabilities Center. Reexamined the reiability properties of
the maadaptive behavior section of the BDS, and found acceptable inter-rater reliabilities and
consderably higher test-retest scores.

. Devlin, S. (1989). Reliability assessment of the instruments used to monitor the Pennhurst
class members. Philadelphia Temple Universty Developmentd Disdbilities Center. The god
of this evauation was to determine the interna consstency, test-retest and inter-rater reliability
of the five indruments (BDS Adaptive, BDS Mdadaptive, NORM, PQ, GHMS and LS scdes)
used by Temple Universty’'s Developmental Disabilities Center to monitor the progress of the
Pennhurst Plaintiff Class members. Twenty-nine class members, who were living in
community living arrangements, were randomly selected to serve as the subjects for this study.
The data suggests that the mgority of these instruments provide a reliable means of monitoring
the progress individuds with developmentd disabilities. Recommendations are made for
improving the reliability of the scaes through more dructured training of the data collectors.
The purpose of the present study was to assess the tedt-retest reliability, inter-rater reliability,
and internd consistency of the instruments used by Temple University's Developmenta
Disabilities Center for the past 11 years. In 1978 Judge Raymond J. Broderick, who was
aopointed Specid Master in the Pennhurst case, ordered that data be gathered on the status of
every individud living in Pennhurd, a date indtitution for adults with developmental
disabilities. This information was then used to plan for the development of community
residences for the Pennhurst residents, following the District Court decison to close Pennhurst.
Since 1978, the instruments have been used as a means for monitoring the status of the former
resdents of Pennhurst who are now living in a variety of community residentiadl programs
throughout ~ Pennsylvania.

William M. Mercer, incorporated Commonwealth of Kentucky



» Fullerton, A. Douglass, M. & Dodder, R. (1996). A systematic study examining the reliability
of quality assurance measures. Report of the Oklahoma State Universty Quality Assurance
Project. Stillwater, OK. In a nested design across settings and types of people, reliability of the
COA adaptation of insruments for Oklahoma was invedtigated. Reliability on dl scdes was
found to be acceptable, dthough some items in the hedth section were not stable over time.
Reliability varied sgnificantly from one year to the next, but in generd, the levels of rdiability
were high and the authors concluded that the methodology was worthy of continuation.

. Fullerton, A. Douglass, M. & Dodder, R. (1999). A rdiability study of measures assessng the
impact of deingtitutiondization. Research in Developmental Disabilities, Vol. 20, No. 6, pp.
387-400. Published verson of the report is shown above.

. Dodder, R., Foster, L., & Boalin, B. (1999). Measures to monitor developmental disabilities
quaity assurance: A sudy of reiability. Education and Training in Mental Retardation and
Developmental Disabilities, 34, |, 66-76. Report of a conservative exploration of inter-rater
and test-retest reliability of seven mgor scaes developed by Conroy et d. Found acceptable
religbilities overal and recommended continued utilization of the scaes in quaity assurance
activities.

. Haris, C. (1982). An inter-rater reliability study of the Client Development Evauation Report.
Find report to the Cdifornia Depatment of Developmenta Services. Found the behavior
scaes of the CDER to display acceptable reliabilities, with the adaptive behavior section
showing exceptiondly high inter-rater  reliability.

. lsett, R, & Spreat, S. (1979). Test-retest and inter-rater reliability of the AAMD Adaptive
Behavior Scde. American Journal of Mental Deficiency, 84, 93-95. Caculated test-retest and
inter-rater reliabilities for dl domains of the American Associaion on Mentd Deficiency
Adaptive Behavior Scade. Pat 1 domains evidenced generaly adeguate estimates of both
within- and between-rater variability. The domains on Part 2 of the scde were less reliable than
those of Pat 1, paticulally with reference to inter-rater reliability. The low Part 2 inter-rater
relidbility coefficients raise questions concerning the use of Pat 2 of the instrument.

. Jagannathan, R., Camasso, M., Lerman, P., Hal, D., & Cook, S. (1997). The New Jersey Clien
Assessment Form: An Analysis of Jts Stability Over Time. Newak, NJ Developmentd
Disability Planning Indtitute, New Jersey Inditute of Technology. An independent Rutgers
University research group adopted the COA instruments to continue study of the
deingtitutionalization process begun by COA in New Jersey. The Rutgers group reported high
dtability (test-retest) and interna consistency for the instruments.

. Lemanowicz, J, Feingtein, C., & Conroy, J. (1980). Reliability of the Behavior Development
Survey: Services received by clients. Pennhurs Study Brief Report 2. Philadephia Temple
Universty Developmentd Disabilities Center/UAP. Compared data collected by Temple
University group to data collected by Pennhurst human resources staff on the type and amount
of services recelved by people. The Temple group collected data by staff interview plus records
scrutiny. The Pennhurst staff collected data by direct observation and time sampling. The
definitions of each service differed in some cases, but the total amount of developmentally
oriented services received by each person was correlated at the level of .92 between the two
methods.
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